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PREFACE 



By Beth Stephens 

Member. President's Committee on Mental Retardation 

"NVw Neighb(»r>: Retarded (.ilizeiw in i^uv>{ of a iloine" 
ijs one iriiporlanl idniUMil in llu' efldil of the Pir^idenl^ (loni- 
niittee on Menldl Hrlardalion to facililalr and acreUTalc the 
transition to an rra in which retaided citizen-- will he able to 
obtain a full >|)e(truin of >ei\i(es in their home eoniinunitie>. 

It does luit iu\er all >U(h stT\i( r-^. Se\eral es>eiitial >er\ice> 
are or will be the >ubject of other report- by the Pre>ideiitV 
(ioniinittee. For example, we have previously dralt with >creen- 
ing and as^es^mi'iil of young chiblren at developmental risk 
in a publieati(»ii so titled, and with the need to provide appro- 
priate >peeial education without unfair labeling and ist)latioii 
of handicapped ?tu<leiit>, in the publications *"Six-Hour Ketar«led 
( Jiild" and *A\Ty Special (^hild." Karly iiitiTveiitioii to correct 
defect-^ in infants and yi)ung children will be tr«*ated in a report 
on a conference recently held under the (Committee's sponsor- 
ship. 

This book discusses philosophical and practical aspects of 
the retarded citizenV need for a home in the community, but 
does not purport to be a complete ''how to-do-il" manual. The 
("ommittee has in preparation a publication on con^ aunity 
residential alternatives that will be a u>eful supplement to 
this volume for persons engaged in establishing group homes, 
and also calls to their attention '"The Kight to Cihoose," pub- 
lished by the National Association for Retarded Citizens. 

The Committee does believe that the present book offers 
guidelines to all fair-minded \mericans for welcoming their 
'*new neighbors." 
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These terms, the watchwords of our current thinking about 
mental retardation, connote that retarded people have entitle* 
ments to an existence and a style of life which approximate 
reality as the rest of us experience it. By their existence, the 
terms also imply that retarded people are usually treated as 
abnormal, static, dependent, and unfeeling. Because of a 
strong belief that retarded people are somehow less capable 
than they really are, and, above all, less human than others, 
society has built "special" environments for them. Too often, 
Vvhat makes these environments "special" is primarily their 
abnormal, static, dependent, and unfeeling quality. In the present 
quest for "normalization" and other ideals, we are working for 
community alternatives, for one of the most "special" environ- 
ments for mentally retarded persons has been the institution, 
away from the community. If these community alternatives 
are to be any more truly human and "normal" than the institu- 
tional alternative and some community alternatives of the past, 
we must begin by thinking about what living in the community 
means to us. 

In the past, few of us even considered the idea of community 
whether our community was a large urban neighborhood or 
a farming village. Most of us have always lived in the com- 
munity. Therefore, only when something goes wrong with us 
or with the community itself do we examine our living in it. 
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Community living challenges the field of menial relardalion 
becau^e so few retarded people have lived successfully in 
the community. 

In recent years, more people have begun thinking about 
what living in the community means because things do seem 
to have ''gone wrong." During the post-War years of relative 
peace, riots, racial conflicts, rising crime rates, overpopulation, 
pollution, and the decadence of physical environments in Ameri- 
can communities forced us to examine more carefully our tastes 
and preferences about community life. Under particular stress 
in the>e times has been our ability to get along with people 
different from ourselves. Our tastes and preferences have sur- 
faced as prejudices. People are moving away from those who 
are threateningly different. By using exclusionary tactics, many 
of these people aim to build more homogeneous communities 
and thereby to fulfill their quest for peace and meaning. Those 
excluded because of their race and poverty are left to dwell 
in decaying physical environments. For their part, they are 
demanding community control and power over their territory, 
whether in rural areas of the midwest and southwest or in the 
urban neighborhoods throughout the nation. Finally, interest is 
growing in communal forms of life, and particularly younger 
people are attempting to create new communities which ronform 
more closely to their sense of values. People are more actively 
searching for a way of living in the community at a time when 
"community" seemed to be a lost ideal. 

With community life painted in these hues, it may seem ill- 
advised to talk about exposing retarded people to the tastes 
and preferences of others. Should we try to build community 
alternatives in every community, including those decaying and 
so full of trouble? Should we challenge the will of people who 
seem so sensitive to differences from themselves? Should we, in 
short, expose retarded people to the risks of community life? 
The authors of this monograph clearly believe we should. Not 
only r>hould retarded people be entitled to the "dignity of risk," 
but they sh(>uld not be considered so different from others. 
We are not "exposing" a deviant group to the test of reality. 
We are trying to enable human beings to live as human beings. 
And that means that some retarded people will live in decaying 
neighborhoods because that is home. Retarded people will live 
with us, wherever we are, because we are people, like them. 
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COMMUNITY LIFE AND INDIVIDUAL NEEDS 



by Carolyn Cherington 

INTRODUCTION: INDIVIDUAL AND COMMUNITY 

The new terminology in mental retardation — "normaliza- 
tion" and "developmental model," in particular — imply signifi- 
cant changes in our thinking about the nature of retarded people. 
Since this monograph is directed toward people in communities, 
we must consider the nature of community living, if we really 
are to enable '^normalization," we must discuss the needs of 
retarded people in reference to normal lifestyles in communi- 
ties. To create a >pecial set of needs concepts because retarded 
people are in some sense special would be to create a con- 
ceptual in>titution of sorts, an island of concepts which, if 
actively used, would i>olate retarded people just as much as 
have our physical institutions and special programs in the past. 

The introductory remarks to the monograph presented the 
belief thc»t most people yearn and strive for live> which give 
them peace and a sense of meaning through work or some other 
productive activity. How is a person, any person, enabled to 
Ii\e peacefully and productively in his community? The answers 
to such a broad question will undoubtedly vary widely with the 
individual characteristics of that person, as well as with features 
of his particular community. What enables one person to live 
peacefully and productively in his community might not enable 
another to li\e well in that community. Similarly, the same 
factor-^ might not enable a person to live in any other community 
well a-^ he does in the one he is accustomed to. 

What, then, are some common factors about a person and his 
community which enable that person to live well? The person, 
if he is to be self-sufficient, must ha\e the skills basic to sur- 
vival — to provide for his sheher, food, and physical mainte- 
nance. Self-sufficiency in our world also suggests comfortable 
social interaction, a family, a job, an education and recreation. 
These are universal human needs. If a perM)n is incapable of 
complete self sufTu icncy — as k true of many of u>, retarded 



or not — ^ome()ne eUe must help him either to acquire survival 
skills or to meet those universal needs. \i some lime, most of 
us gel hel|) from friends and family in these areas of life; 
most of us get help, too, from |)ublic entities such as educational 
systems; and many of us get s|)ecial help in areas that cause 
us difficulty throughout our lives. 

What about the community? Perhaps the "quality of life" 
of the community allows a person to li\e well there. **Quality 
of life indicators." include o[)[)ortunity for individual status 
achievement; equality of opportunity for both sexes of all 
racial and economic group^; living conditions; agricultural and 
technological development; economic status; education, health, 
and welfare; and >tate and local government characteristics/ 
But many people can live well in communities which would 
be rated low by these indicators. An individual would probably 
not choose to move away from a community where he felt at 
home, no matter how poorly the community fared on objective 
ratings of its quality. 

IWortunately, no studies exist to tell us what makes a 
community good for one person and not good for another. 
Clearly, however, a critical factor, a factor implicit in many 
of the ^'quality of life indicators," is the extent to which the 
community enables the individual to develop and to maintain 
himself there. Underlying this factor are the attitudes of that 
community toward its individual members. Many sociologists 
would >uggest that if the community is homogeneous and an 
individual conforms to community expectations, that person 
will [)robably be able to live well there. Independent factors 
cannot be systematically extracted from the nature of com- 
munities and the nature of individuals to tell us how to find the 
best '"match." ^ In addition to the fact that individual prefer- 
ences vary despite the quality of life, as objectively rated, there 
is the reality that the community itself reflects its membership. 
In some sense, then, an interaction between community and 
individual characteri>tirs will predict harmony or discord. 

Let us now say that the person in question is and functions 
as one who is "retarded." What would enable him to live 
well in his community? First, he would have to able to meet 
his universal human needs. He would need to develop survival 
skills or obtain resources from outside his own means to meet 
his needs for shelter, food, physical maintenance, and social 

^ Brn ( hieh I.iii. The Quality of Life in the Vnited States. Kansas Tity, Missouri: 
Tlir MkU****! Rp'^ran h In**titnti\ 1973. 

2 A similar ronrern makrs ronipiitiTiZPd matching of rlients to servirp programs a 
qufstiot.able practicf- if u««fH in isolation from other ronsidr rations. This is not just 
a hypothetical roncern, for such systems are undfr>\ay in sf»vpral states. 



living. Becau^^e he may need more than oulinary help in some 
or all of lhe>e areas, the community or sij^nifieanl element** 
within it would ha\e to be disposed to asM^t him. And to do thi^ 
the community would ha\e to accept him as a member. The 
person who is retarded would need to pos>ess or be shown 
to pos^^ess some characteristics in common w ith community mem- 
bers. Perhaps, like others in the comnmnity, hi^ \alues include 
working hard and ii\ing |)eacefully. In fact, most comnitmitie** 
will accept a retarded |)erson who manages marginally unless 
he is labelled retarded, at which |)oint many indeed will reject 
him. Experience with deinstitutionalization efforts indicates that 
some communities tend to reject retarded |)eo|)le who are 
labelled as such. The community sees them as strangers from 
another world. On the other hand, retarded people who are 
enabled to grow and develop naturally w ithin their communities 
are seen as legitimate members, and are not so easily rejected. 
Between outright rejection and o\ert acceptance, too, are many 
ways of rejecting retarded people — .subtle, seemingly benevo- 
lent ways. Many of the special restrictions placed by govern- 
ments on the locations and types of residences which retarded 
people may occupy or the creation of special recreation hours 
at community facilities are examples. 

To conclude, two implications stem from our efforts to 
enable "'retarded" people to live well in communities. First, 
we must continue to inform community leaders about plans for 
community ahernati\es and about retarded people themselves.^ 
S'^oond, we must be sensitive to the sometimes inconsistent- 
appearing messages which we deli\er. Vl hile on the one hand 
the town fathers hear us saying that retarded [leople are not 
much different from the rest of u^ and that we want a normal 
environment for them, on the other hand, they hear us filanning 
and demanding "special" effort"^ and a|)propriations. Progress 
will require much understanding and patience of all persons. In 
time, retarded citizens will become their own best advocates 
and examples. 



CHANGING CONCEPTS OF NEED 



Until very recently public policy and professional practices 
treated retarded people as "deviant" members of society; 
ami not long ago we did not consider their "needs" at all. 
Rather, we considered the needs of society to be protected 

3 S e remark^ by Njthan Newman on thi*. «.iihjfrt in Chaptrr VIII, 



from (le\iaiil ptMMUi-. Woll W (rlfViisbeigrr has painted an 
rl()(iu«'iilly clisiiiihiiitr and \\idl-r(»s(»an hed picture of our histori- 
cal ahu>e of retard«»d petjph-.' His work clearly shows that 
relard«»d jieople lia\c aU\a)s l)(»(»n seen as de\iant beings not 
really as people, much h».ss as people \\itli needs to which we 
could and should n^spond. 

The earli«»>t pi ogress difrerenlial«'d between varietie^ of 
de\iancy. For centuri«'> paupers, insane people, and retarded 
people had brew <;rouped uito p(Hn- farnw and asylum^. In the 
niicMSOO's re>eaicliers and social r«'foiin«'is us e\idence 

which sluiwrd dear differt'iices among the groupr^. This led to 
an early attempt to refoim retarded p«'ople through education 
(18UW188()), an attempt which was later se«'n as a failure. 

a period (1880-1923) v\liich W olfeiisherger terms The 
Age of Indictment, a time wh«'n retardation was thought to lead 
to otIuT social ills and public p(dic> was directed toward the 
eradication of retardation through i-olation, segregation into 
institutions, and >t«'rilizaf ion. Finally, during the Depre>sion 
and War years (1925-1030) retarded people were simply 
neglectenl, placed as they still were in large, economical, con- 
gregate institutions, s^j^regated from society. During all of 
this time, through what W (dfeiisbergei « alls the \ge of Neglect, 
the net»ds of n^tarded f)«M»ple were n{>t the basis for the way 
we treatt'd tht^m. It was society's n* m1 for protection from 
de\ iance. 

I n(iU(»stionable, the parents' mo\e. ent (ARCs and NARC) 
led Us into what might he called The \; • of Reformation which 
reached a cp st in tli*» 106(rs. The ruitional leaders cf this 
mo\ement, tin* National Association for Retarded (Children, 
promulgatt^d «»arly goals in th*' docimieiit Rluvprint for a 
Crusade." The early goaU re\eal a c(Mnmitment to dispelling 
pre\ ailing ideologies about mental retardation and a bold intent 
to aflr«»ct the public and professional establishments of the day: 
emphasis was placed upon research, professional training, and 
public information. Sp«u'ifi( to the issu** of needs, N ARC aimed 
to ha\e retarded people rec(»gni/ed, for purposes of economic 
needs, as "permam^itly aiul tolallv di^ Med'': to have them 
accepted as ^Miandicapped" for purpose> of fedtTal rehahilita- 
tion programs; and to allow them t<» recei\e appropriate 



■^Wolf \\'olfi'u^l)rr*:rr. "Thi' on^-in .unl iiiUim* of <Mir m«.titutional moilrU," in 
Kugrl, Kobrrt H. .njil \\ o!frn^l)ri;:i r, \\ <ilf (r<l«« (.hanfiing Pntterrw in Hrsidentinl 
NTf/ffs for the McnUilh HvUirdvd. W a^}iifi;:lon, !).<.: Tlir IVrsKlt-nt^ CloinmHtrp 
on Mrntal KfMnl.iiion. 1%^. i*!*. 59-1711). 

'^»Nation,jI \-»«-o» i.itioM for Rr{ar«]r<| ( liddu n, Hluepr'tnt for n (.nisadc, Nr^ York: 
National As«.onation for Ki'tanlnl t.hihln'ii, 
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diagnosis and evaluation.^ Stair and local \KL> were a^^i^le(l 
ill actions to ini})n»ve .special education, residential care, and 
comrnunity support services. 

In 1%2 the federal go\ernment first gave concerted atten- 
tion to the>e is>ue> as The President's I^anel on Mental Retarda- 
tion delivered its report \ational Action to Combat Mental 
Retardation.' The document reflects >ome of the be^t professional 
opinion of the time about needs of retarded people. The \ery 
existence of the report and its far-ranging thought indicate the 
public and professional |)rogress made --ince The Age of Neglect. 
New organizational and administrative concepis were suggested 
for both federal and state coordination of |)rograms for retarded 
citizens. This re|)ort put forth two new ^-ervice delivery concepts 
which underlie present-day a|)|)roaches to meeting the needs of 
retarded people. It urged a continuum of care throughout the 
retarded person'- life-time and a fixed point of referral which 
would keep in touch with the family and/or the retarded per- 
son to ascertain what service needs were met. Substantively, 
em|>hasis wa> [dared u|)on detection, evaluation and medical 
care^ recreation, religious education^ education, vocational re- 
hahilitation, training, employment, and residential care. Signi- 
ficantly, the report viewed re?i(lential care |)rimarly as that offer- 
ed by state institutions, although it recognized other ahernatives 
as desirable. Then, as now, it wa- expected that generic services 
would meet many needs. It differed from today's view, how- 
ever, in thai we have come to --ee the respon>ibilitie> (if generic 
agencies in light of the entitlement of retarded |)eople to gen- 
eric services. The 1962 report, on the other hand, relied heavily 
on enhancing s|)ecialized attention by generic agencies through 
financial incentives s|)ecific law reform, and coordinative 
niechani-m< at the national, state, and local levels, riaiuiing 
grant- to the -tates were recommended to foster 'Vomjirehensive 
planning in mental retardation" since it was asserted that 
primary leadership in direct services was a state re-|ion-ibility. 
And stdisequently, (longre-s did ap|)ro|)riate fund- for state 
planning, imj)lementation, and initiation of community facilities. 

The attention given to retardation by the national and state 
goveriunents and by voluntary associations between l')>() an 1 
1970 resulted in states develojnng broad [dan- in retaulation. 
These plan- impnned, amfdified, or altered the national |)lan 

®Sll^rc'■^^ in a< hirMn^r tln-^r bhrU fnr pManlnl proplr dul \\r\\\ In ^aiii rrin^nttion 
and fiintU from fiMirr.il a^^-m ir*» but mtsimI aNo to rnniplH atr inrs^^agrs alxnil 
nortnaliAitinn, a«« nntrd nn prior pafjrs. 

7 Prr^Hlent^ l'an»'l on Mmtal RrtarHation. <f Proposed Proffram for Xationul 
Anion to Cnmhnr Mrntnl RvVirdntum, W a««liiiij5ton, !)r'.: l'..*^. (JoM-nimrnt Printing 
Offirp. 




according to lively interest and progress developing within 
the individual states. Almost every stale created improved and 
more visible coordinating mechanisms for retardation at both 
the state and substate levels; special services increased through- 
out the 'Vontinuum of care''; and many state and federal laws 
were written or revised to include special services for retardation. 

Many areas needed further work, however. These areas 
included the unresolved role of oMr large institutions and the 
development of comprehensive non-institutional residential ser- 
vices, specific strategies and policies for prevention, the entitle- 
ment of retarded people to education and to humane and 
unreMrictive treatment, the dilemmas of retarded people living 
in poverty, and refinements in planning for the needs of retarded 
individual at all levels of capability and age. At the federal 
level, the President's Committee on Mental Retardation has 
examined most of these areas; in the voluntary sector Associa- 
tions for Retarded (Citizens and others have gone to court and 
won entitlement*^; at the state and community level significant 
efforts are being made to develop high quality, community- 
oriented service-^ including residential alternatives. Because 
the way has been so long, though, many of the reformation 
efforts have been either bamlaid or bootstrap operations — re- 
dressing the wrongs in existing programs, starting new kinds 
of services from *^cratch, creating basic structures at the state 
and local level to plan and deliver services, increasing the 
quantity of services, and beginning to in^^ure their quality. 
MR 68 documented strides in early education, dav care^ voca- 
tumal training, employment, and residential care. But in many 
communities of the Tnited States, the vi-^ion of the 1962 
President's Panel report for a continuum of care and a fixed 
point of referral for all retarded people remains unrealized. 

BEYOND REFORMATION: A NEW RESPONSE 
TO NEEDS IN SIX DIMENSIONS 

What, then, are thought to be the needs of retarded people 
living in the community today? As suggested at the outset, we 
should first consider universal human needs. If retarded people 
are to live as the rest of us, their needs should be considered as 
needs of the rest of us, according to the dimension of universal 
human need. 

Vhe President's Panel in 1962 (and many state plans) con- 
sidered grouping needs according to physical and mental 
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health, shelter-nurture protection, intellectual development, 
social development, recreation, work, and economic security.* 
The Panel report suggested thai these needs would vary 
primarily with the individuaPs age indicating a continuum 
from infancy through adulthood. This presents a second dimen- 
sion of need, the dimension of age. 

Since the President's Tanel report, our thinking has pro- 
gressed about the varying needs of individuals limited in 
capability. Applied to instutional and community |)rograms 
for all retarded peo|)le, the |)hilo»<ophy of normalization chal- 
lenge< us to |)erceive better ways of meeting the needs of 
retarded peo|)le of all degrees of ca|)ability. We mu>t add to 
our conceptions a third dimension of need, the dimension of 
capahility. 

The *'develo|)mental model," promoted as responding best 
to our goals of normalization and community life, incorporates 
three basic assumptions: (1) Life is a process of change, and 
retarded people change as do the rest of us; (2) Development 
lakes place in a sequential, orderly, and predictable manner; 
and (3) The rate of develo|)ment can be influenced.* To con- 
form to the developmental model and its assumptions, any 
consideration of needs must recognize that universal human 
needs change not only according to age, but also according to 
capability and development. Thus, the dimension of ehange 
should remind us that the needs of an individual will alter 
with his aging and his changing capability as he develops. 

Our historical treatment of retarded people has instructed 
us in the hazards of treating groups of persons as masses of 
deviants rather than as individual people. One can see the 
results of mass treatment in the dehumanization which has 
occurred within our large congregate institutions. Perhaps 
even more striking and sobering is the evidence of recent re- 
search in social psychology which suggests that a normally 
gentle person will engage in violent acts as long as the situation 
allows him to depersonalize both the victim and himself.^^ The 
past should certainly instruct us in the need for the dimension of 
individuality. 

When we think of people as masses we forget that each 
individual is different. Individuals grow, develop, and age 
difftTently. Retarded people, like all people, have different 

^ (){). ( {/., p. 76. 

® National A'»^o<'ulion for RrtanlrrI ( hilHrrn. Reudential Profiramming for 
Mentally Retarded Perstms. i Dcvelo (mental Model for Residential i^eriires, 
Arlington, T»'X.: National A««*»0( iatioii for Rftardrd (!hii(lrrn« 1972. 

^® Stanley Miltitani. Ohedieme to Authority^ An Experimental Kifir. Nrw York; 
Harprr and Row, 1974 
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abilities ami (li>al)ililie^. And each indi\i(lual has a unique 
perxnialily. W e ran for^^ei, loo, that retarded people are citizens 
with ri^lit>. When thiukiu^^ of people in categories, we often 
de>ign airtight "sy>tenis" of MT\iee>, which quickly lo>e their 
actual sni>e of purpose and come to exi^t and self-perpetuale 
for their own purpo>e^. It is no wonder that n»any individuals 
in need are lo^t or forgotten hy the >er\ice >ystern. 

()b\iou«»ly we must consider the need> of groups and create 
>y&tein>. Hut in designing >uch systems, wt» .should build in 
reminders to oursrUes of the individuality of the client. We 
can make services personal, responsive, and accountable. We 
can start with very ba-ic (universal) elements of human need; 
and starting from the >malleM nnii> of personal need, rather 
than from agency needs or system needs, we can weave a 
>ystem v>hich will not by uncontrolled growth evade its basic 
reason for being — the individual person who ne^'ds it. Thus, 
another dimen>ion for considering the needs of retarded people 
in the community should be the dimension of individuality, a 
•series of reminders, catalysts, and safeguards which help insure 
that no one gets placed, lo>t, or trapped in an inappropriate .spot 
in the system." 

The sixth dimension stems from the dimension of individ- 
uality for it is a special aspect of that dimension. If a system 
truly respects a\ individual, it recognizes individual preferences 
and tastes as the key to the decisions made w ithin it. The dimen- 
sion of clioirr should allow a person served by a system of 
services to he the ultimate decision-maker about the tailoring 
of services. lV(»ple ( hoose occu|)ations and vocations, places 
aiul ways to live, and friends and companions, (Choices make 
a person uni(|ue and underpin his dignity and freedom. Clhoice, 
in short, is the fullest exercise of individuality and indepen- 
dence. Without choice, a |)erson i'^ but an object of the choices 
of others. Fven if a sy.tem were carefully tailored to meet 
iiulividual needs, it could neither allow the developmental 
model lo ()|)erate to its logical conc lusion nor enable the realiza- 
tion (jf normalization without the dimension of choice, Unless a 
pers(m has the power and responsibility of choice he is to all 
others an object. \Iost especially, he is less human than others. 
\ system of human services above all *>hould respect the choices 
of those who use it, whether those f)eof)le are called retarded or 
not. 

Thr r>nniil rrarlrr will at thi»« point rej'opni/r thnt f>rn Mirh *«nfep»innls rannot 
in«uri» rhe jh >rlo|»Tn*'nt of .1 uorkinfi ^y^lrm which rrinrmhrrs tlir individual. The 
im|>rrnli>*'v of poliln.i). or^ani/atmnn) n»nn'aiirrati<' ) , and crononiir lifr are siirh 
that ihrrf urrtU to br <i ua\ of (linking ourseltes a»« plann»*r«. srr\irp ptvrrs and 
Mipportrrs, a y><\\ of ln^UIln^^ tliat v>v rontinur to (lis<'o>rr our rrror^ of omi«.sion 
and < onimi^^ion. < ornnn-nt^ on this prohlrni are lo hr found in thr final remark* 
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CHANGING ELEMENTS OF SPECIFIC NEED 



Ml |)«M>()iis liavr the same uiii\risal liuinaii shelter, 
health and |>hy>i(-al (le\el()[)ineiit, and [MM'sonal and soeial 
growth. The dimension of capahilit) will, of coiiise, \er) * dearly 
define gaps in the dimension of human need. 

Shelter, \ pel son living nornially will own or lent own 
home, although many of u^ u dl need financial assistance. One 
who>e ca|)ability is someuhat lessened may choose to li\e in ; 
supervised apartment dwelling, a gnmp home, or a foster home. 
One even les> ca|)ahle at a given time may live in a luirMiig 
home or a general hospital. During his lifetime, \\v may cho()se 
to move fiom one t\pe of duelling to another, hecau-^e of hi< 
age or his changing needs. \ child whose ovmi family caiiiiol 
care for him may live v>itli a foster family; he may need to 
be with a foster familv only tem|)orarily, on weekends, during 
vacations, or during a peisonal or family crisis. 

Health and Physical Deiclopmvnt. MoM of us can arrange 
for our own medical care and get what tliera|)ies we need on 
our own; m) can many retarded peo|)le. Almost all of us need 
some help in learning to um' health >ervice> or paying for them. 
A person whose health problems are more >eriou^ v>ill need 
specialized servi(v> and therapies. Some will require c(mslant 
supervision and int«»nsi\e thera|)ies. Again, these iieetU may 
ehange with age and growth. They may become more intense, 
as tbey do for all of \\< in old age, or they ma) become less so 
if therapies are effective. Similarly, the most capable of us 
are able to buy and cook our own food. All of u*< will have 
to be taught how to do these things, however. If we are retarded* 
learning may take us more time; perha|)s we will need financial 
assi.<tance to buy our food and maintain our health. Those 
retarded peo|)le with the most limited ca|>abilily will need to 
have their food |)re|)ared for them and help to eat it. Much 
progres*^ has been made in teaching the most handicapped to 
feed themselves; so that we can e\|>e(t almost everyone's need 
for help with nutrition to lessen with age and development. 
Phvsical disabilities mean that some of us need help gettiiig 
around our homes and communities. \ll of rs need help when 
we are very yi)Uiig. \ few retarded persons may ne\er be 
ambulatory, but [diysiral development can be facilitated greatly 
for most. 

Personal and Social (irowth. pAeryone needs some educa- 
tion to survi\e in the interpersonal and vocational world. M«)st 
retaided people can be educated to meet their needs through 
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public school systems. Some will require a very intensive 
program of individualized education; and for a few, education 
will consist primarily of very basic training in life skills, 
f'ducation >hould begin \ery early for tho5.e whose capabilities 
are limited. Mo^t retarded people can be trained for employ- 
ment or for chosen work activities which are personally reward- 
ing. Many will eventually hold down their own jobs in industry; 
some will need help finding and fitting into regular employ- 
ment; some could work better in a sheltered work station within 
industry; some should be employed in an even more sheltered 
situation; a few will gain satisfaction from work activity pro- 
grams and planned recreation. Most will be able, with some 
initial guidance, to plan and carry out leisure activities with 
their peers. A good many will need counsel in making decisions 
about legal issues, money, marriage, and sex; and some will 
need mental health services. 

Only great vigilance will assure that a retarded person's 
changing needs are met in ways appropriate to his capability 
and to his age. Moreover, as simple as the foregoing di^^cussion 
seems, only a complicated planning effort could enact the 
elements of a service system which will respond to changes 
in individual needs. A given individual could be charted on 
the basis of hi.s needs at any given time in his life and stage 
of development. The individual might have a serious incapacity 
for health maintenance, but he might he capable in terms of 
personal and social skills. Thus, a given individual might appear 
incapable in some respects and wry competent in others. Our 
past mistake*^ included a tendency to group people in multi- 
purpose institutions or |)rograms according to only one criterion 
of need; hence, we find severely physically disabled pf»ople 
with significant vocational potential inappropriately grouped 
with mobile individuals capable only of sheltered activity into 
an institution serving "profoundly retarded." Similarly, it is 
not unu-^ual to find aged persons of limited mobility but with 
potential for activities appropriate to their age placed on back 
ward*^ of large institutions, being treated as children and even 
"trained" for youthful activities. Very frequently, adolescent 
individuals are likewise kept childlike in their personal and 
social lives. The dimension of change demands that we realize 
that aging and development alter an individual's profile of needs. 

Every system of services should be analyzed according 
to hrw carefully it facilitates an individual's movement to ele- 
ments of services appropriate to his changing needs. To what 
extent a system can fulfill our criteria will depend in part 
up.)n the extent to which its elements are financially and geo- 
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graphirally a(•(r^^ible to {\\o>v in iut(1. But it will hIm) depend 
upon the adr(|uai'y of the proce>.ses which comprise the dimcn- 
sinn of individuality. Such fuaclion.s as appropriate diagnosis 
and evaluation, information and referral, ca>e management 
and periodic treatment planning, personal advocacy, protective 
>ervice.s and follow-along offer the individual some safeguards 
agaui-l anonymity and abandonment. The dimension of choice, 
aided by these fml(•tion^, will keep things moving in an appro- 
priate sequence at the appropriate time. 

An example of how one area of need (>helter) can be 
properly considered by the "system" within the five other 
dimensions is provided in the following hypothetical case and 
the accompanying chart. 

JOHN'S MANY HOMES: HYPOTHETICAL CASE 
OF AN INDIVIDUAL'S NEED FOR SHELTER 

As an infant this retarded individual lived at home and 
being non ambulatory had a limited degree of capability. As 
a child, and through adolescence, John remained with his 
family. Wh en he reached adulthood he lived first in a group 
home L*m\ later in a supervised a|)artment. Recause of his 
poor health in middle age, he stayed a few months in a nursing 
h(mie but later moved back to the apartment. 

At point .1 John seemed to his parents to be very "slow" 
developing, and the doctor advised the family that their son 
was "moderately retarded" and should be placed in a state 
institution. \ careful evaluation by the institution's admissions 
department revealed that the lamily, with help, could provide 
good care and training; and supportive services were mobilized 
to help them and to follow him along through his progress in 
a special class and vocational training. Ahhough he tried out 
several kinds of work, he liked the physical work and sense 
of satisfaction which he got from cleaning and janitorial work. 
.\t 22, with help from his school's vocational department, John 
got a job as a janitor and enjoyed this work for many years. 

At point B the family once again considered sending John 
to an institution because of the parents' advancing age and 
their fears about his survival alone. Here, a plan for guardian- 
ship, a personal advocate, and protective services were arranged; 
John moved to a group home, retaining his job and forming 
close friendships at his new home. 

4t point C he moved into a supervised apartment with 
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ihnv olIuM* nuMi from his jrnjup \umu\ JohiiV personal advocate 
\>(Hi(kMt»<l if any of ihf inrii would like to join a howlinj; team. 
Two of them did not \>aiu to join in ((unpetitixe >ports but 
|)relerred to >peiul time on h(d)hies. J(»hn had always liked 
sports and joined (he team, wliich won its league >e\eral times. 

Ar point I) John entered a pMUTal hospital for a brief 
peiiod, >urterinj; from a >erious bout with \irus pneumonia. 
When he .va> somewhat reeo\ered, the hospital mistakenly 
reeomniended that he «io to the >tale institution infirmary to 
recover fully. His advocate met with the institution staff, and 
tof^ether thi^y were >uiTe:-sful in locating a good imr>ing home 
near the a|)artment where his friends were still living. He 
stayed in the imr>ing !iome for two moiith> and wa** ha|)|)y to 
return to his own a|)aitmeiit. 

John lived a life not much difTerent from the re>l of us. 
In |)art, he was lucky to live in a community where resources 
were available to help liim do >o. The example shovv^, however, 
that vigilance nui>t be built in to keep the resources responsive. 

STUMBLING BLOCKS 

An ideal i-^ an ideal. Recognizing this, let us now turn to 
•*onie of the con-straining realities: the real imperatives of polit- 
ical, organizalional, and economic life. Remembering the past, 
we should acknowledge that harsh pressures will |)Ush us to 
compromi>e our ideals to protect society from the confronla- 
tioiH it does not want to make. No so( iety is eager to confnmt 
it*i mistakes and it-^ often less-than-human priorities or to con- 
front people who remind us of our own le-^s-than-beautiful, less- 
than-hrilliant parts. Will we know when we are compromising? 
To he certain that we know will be difficult, but the first step 
is to reject our ccmipromi'^e *Vonsumer participation" and to 
build into pcdicy pnicesse^ at all levels a voice for consumers 
tlnMHselves and an ear to listen well. 

The complexity of organizational and bureaucratic life 
will make our task increasingly difficult. Complexity reigns 
in the sources of funds upon which we rely, not (mly in the 
variety of sources, but aKo in the machinery attached to them. 
Complexity governs the labels we must use, the inler-govern- 
menlal ndatioiis, and the limitation-^ placed upon the uses of 
funds. Regarding the labeling issue alone, ccmsicirr that for 
federal funding we will have to prove that retarded people 
are variously disadvantaged, crippled, developmenlally dis- 
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JOHN'S MANY HOMES 



Hypothetical Case of an Individual's Need for Shelter 


THE 

DIMENSION 

OF 

AGE 


Lowest Degree 


THE DIMENSION OF CAPABILITY 

Moderate Degree Highest Degree 


Aging Adult 




In nursing home 


J© Home again 


Adult 




B 


^^^•^ In supervised 
apartment 

In group home 


Adolescent 
Child 




A ^^^^00"""''^'^'^ At home 
^ with family 




Infant 


At home 
with famHy 







Nott: Movement of the line Indicate* t/ir d\mtn*wn of ehanot which 
occurs in a Person's need for shelter as he develop* and ages 

Tfie dimrntion* of mdit'tdui^itv and of ehoier art higfiligfited by 
critKjl dvcikion points (^), dtscussad in the case axampia 
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ablrd. 3ub>taiilially haiKlica|)pf(l, fdniitr oi poloiilial welfare 
clieiil?, or pers()n> with >|)ecial ihmmU. One ran easily see how 
we gel loeked into tlamagiiig alliludes. It i> ea^y to ^ee how we 
t'oiifu^^e (•o^sume^^. We are probably (oiifu^ed oursel\e>. 

A> another reality of buieaucratie life, "human ser\ire^ 
reorganization" is swee|)ing the country with massive reorgani- 
zations of slate go\ernment a(rom[)li>he(l in nearly half of 
the slates. Whib' retarded [)eo[)le >ufrered from being physi- 
cally groujied with "[)aupers and insane" in the ]8()0>, ihey 
ha\e suffered from being bureaueratirally grouped uiuler "men- 
tal ht»alth" in more n»cent years/" Now they are grou[)ed in 
bureaucracies with e\en broadei concerns. The rationale of 
efficiency and better human ser\ice deli\ery, while admirable 
in its own right, does not apply well to the particular individual 
needs of r«*tarded people. We will have to be alert to design 
■'systems" within the human se-rvices structure that have an 
uhmtifiahir subsy^tem, •^uch as the one described earlier in 
lhes«» [>ages, which respoiuU to ihe human needs of retarded 
per>on^ in particular. 

Perhaps one of our greatest stumbling blocks i^-^ economic. 
The necessity to economize tem[)Ls u^ constantly to \o>r sight 
of needs: yet resources — human, financial, and capital — are 
limited. Because of thi*^ we muM economize, ami economizing 
means making choices and f(»regoing opportunities, drawing 
boundaries and making exclusions. The naturr of major finan- 
cial resources further inhibits choices and cimstricts boundaries. 
Most of these resource> are not (le>igne(l e.s[)ecially for retarded 
people. \t be.st they would serve retarded people along with 
other '^categories" as mentioned abo\e. Thus, as we choose 
a particular funding si)urce, we are often constrained to exclude 
>ome indi\iduaN from the service segments which that source 
fa\ors. We must also make choices which limit the geographical 
areas to be served. We must fiiul particular locations for service 
facilities. We may have to focus our ser\ices on a particular 
segment of the population. Every choice implies ftiregoing 
other choice"^. Thus, any choice — be it geographical, locational, 
or population-based — means that some [leople will lack a par- 
ticular service. And some retarded persons' pressing needs will 
not be met, often not even considered. 

Economizing also means trying to ichie\e the most **oul- 
put" for one's iiuestments. "(^ost effeciiN eness," "economies 
of scale," and ''marginal utilities"— terms and methods which 
have begun to flood rhe human services field as it strives to 

*2(»unnar ))\h^^.l(i. "l*^vt hi.itrvV Uoir in M»'ril.il Hi'l.utl.itiotr*, in Bi'fn«.tnn: 
Diminished People. Boston ' I.iltlf, Mrown and ( oinpanv, hu\ iMTO. p. l UfT. 



appeal to the |»ur>o — simply ask, ''Can we afford to invest in 
this busiuess?" The nia>si\eiiess of institutions for retarded 
people was at lea>t in part due to ''economies of scale." The 
preference of rehabilitation an(l other programs for concen- 
trating on the person with high potential for ''output" reveal 
a "cost effe('ti\ei,ess'' mentality. And clearly, in political lerms 
at least, the ^'marginal utility" of investing in retarded children 
and encouraging investment in them was for a long time con- 
sidered greater than in\estment in retarded adults. 

Philosophically, we have begun to overcome these nar- 
rowings of concern. We \>ill be continuously tempted, however, 
indeed we will be constrained, to document our "cost effective- 
ness." And this will try the mettle of our new philosophies. 
If we do not persist, our systems will not meet many retarded 
people's needs or, again, e\en consider them. Especially 
excluded will be tho^e who are les< capable/^ 

Few would disagree that we should account for the invest- 
ment-^ made in our clients. Certainly, people are entitled to 
know what hapf>ens to their money. On the other hand, a strictly 
economic justification can probably ne\er be achie\ed in the 
human welfare field. It is neither possible nor desirable to 
(fuantify all human needs and all of the benefits of programs 
designed t(^ meet them. The trenxl toward ''individual treatment 
fdanning" for consumers of human services is healthy, for it 
recognizes this reality and places the accountability issue more 
appropriately between the consumer and the agent of service. 
If indeed such individual treatment plans can generally demon- 
strate their worth for the consumer, the challenge to us will 
be to convince the funding agents that this in itself is the 
fullest accounting necessary. 

Few would disagree either that we will always have to 
make "economizing" choices in apj>lying our resources. Hence, 
boundaries on staff, facilities, target areas, clientele, and organ- 
izational identities will remain. 

SYSTEMIC ADVOCACY 

()\erc(»ming these problems will reipiire a series of stra- 
tegies which might he called "systemic advocacy," for these 
strategies are directed toward advocating the needs of the 
individual at the level of polilical, bureaucratic, and economic 

•3Sre Ronald \\ . ( onIr\, Thr Eamomirs of Mental Rviardntinn. Baltimore, Mary- 
land. John Hopkins l'ni\t r»^it> Prrvs. 1973. 
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s)^lems. SyMtMTiic acKocaty will addn^-- ^^ap-- in the 'Ver\icc 
system/' wmliiig out ihr iuurk> uiulrrfiiowlh of coinplexily 
and ihinnin*: llir ina**si\r ox «m ♦growth of Imrraunacy. 

A> Koheil lVr-<kr point- out in \\U chapter, '*\r\v Diiec- 
tion> for \ oluntm-N/' (\w \oluntary ino\«Murnt of parent> and 
f^i«Mld^ of retardrd citi/rn^ ran uni(jurly irionitoi a >y>tfm of 
MT\i(VH. A>M>('iation^ and the ad hoc ^n)up^ which he de-'Cribes 
can watch the eleinent> of the ^enice ^y^tein, checking within 
^y>lein elements on (jualiiy and (juantity of :^er\ ice>. They can 
aKo patrol the h(mndaries of tho^e element^ and hx ate needs 
helween iheru. Then they can or^ani/e to find way< of meeting 
iho^e nee(U. But thi> urii(jue ahility of thei!> will it>elf be 
constrained by their tendency to perform ihe >ei \ ice-providing 
role/* A> their own mm\ ice deli\ering increa^os, they too must 
economi/.e and nairov\ their \iHion; they will >et allegiances 
to houinlaricN in relati(Ui to the ser\ice elem»Mit and lo^e per- 
.spective on tlu' \(M(U between the bouinlarie>, becoming beholden 
to funding agents arul (Others whom they should he monitoring 
and whose bonndaricH they ought to patrol. The malfunction 
of suf li an arrangeiruMit \> arudogous to the clearly documented 
piditical theory and re^eaich which >tates that a "crisis in public 
authority" results when the organized re^iulated entities become 
entwined with the regulatory authority.' ' 

Another kind of >y>temic ad\ocacy exists within the public 
sector it>elf. \lthough >till youlhful and some claim problematic 
in it> conception and de\elopment, the De\elopmental Disabil- 
ities Ser\iees and Kacililic-^ (Construction Act of 1^70 wa> a 
landmark piece of federal legislation in its intent: that a state 
le\el plaiming and ad\isory group re\iew and evaluate the 
tpiality and scope of existing .ser\ice.s for deveh)pmentally dis- 
abled people and sp^ that ''gaps'' are filled. The (Commonwealth 
of Ma>sachusetts ha> gi\en the program the leadership of a 
stafT (Bureau of De\elopnn'ntal Dihabilities, FAecutive OfTice 
of Administration and Finance) and a planning and advisory 
council (Mass. l)e\eh)pmental Disabilities Council) which has 
had e\teiisi\c experience in [ilanning and advocating for retarded 
persons. Here, an exemplary approach to fulfilling and even 
going beyond the federal legislati\e intent ha> resulted in a 
public social planning method which directly addresses the 
problems of boundarie^^ and the gaps between them. A major 
emphasis i^ placed up(m the reform of discriminatory public 

**^\olf W olfrn-lHTpT. Thr Thitd ^tafio in the Etolution of Voluntttry Jssoria- 
turns for the Mvnuilh HvtttrHvd. Toronlo. Naltonal In^titnh- on M»'nlal Rrta relation, 
1973 

'5 Throiiorr I.oui, The F.nd of Uhvrah'sm^ New York: . Norlon & ( omfuny. 
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policies and not u|)on the drsi^^ii of 'ViKTiaP' (>egrpgate(l) 
efforts.*** Working rlosoly with other public and |)ri\ate agencies, 
the (Council and it-* Maff >eek to fdl ga|)^ by reforming both 
federal and Mate legi>lative and adniiniNtrative law, by 'Need- 
ing" and >u|)|)lementing gap-filling efforts of other organiza- 
tions, and by >tiniulatint; the policy analysis and reform efforts 
of others. As noted in the case of the voluntary movement role 
in monitoring and |»atrolling boundaries, a key to the objectivity 
and coni|)rehensi\ene<s of thi^ form of 'Vy>temic ad\ocacy" 
is the relati\e freedom of both the (.ouncil and its administering 
agency from the direct >ervice delivery functions. 

The final, perha|)s ultimate, systemic advocacy method 
U'^es judicial recourse on behalf of the rights movement. The 
movement toward the guarantee of rights to education and 
treatment and the right to the leaM restrictive alternative, of 
course, results from the two previously cited forms of advocacy. 
But judicial recourse and its re>ults de>erve mention as a 
separate form. The rulings which have already been made 
have |)rovided great force to "dein>titutionalization" efforts 
and have served as im|)ortant tools in the change process through 
executive and legislative branch channels. The rulings and the 
ensuing legislative and executive policies directly relate to this 
chapter. They are intended to cut through the polilic^^l, bureau- 
cratic, and economic constraints to guarantee individual rights. 
And *^ome would argue that only such fundamental reforms 
can guarantee that an organized society will res|)ond to the 
hnman neeiU of its members rather than its represented interests." 

*®Sonie doninu'iitalion of thr approach ran hr fouinJ in Bureau publiration, 
/( Guide to Serine ami Exduston Poltries in Puhln Prvf(rams of the Common wealth 
for Retarded and MuUi Ihsahled Persons, 1970, and in tlir (^unril's State I'lan 
for 1973. 

^^Theodorr l.owi. The Polttus of Disorder, Nrw York: Ha^'ic Books, Inc., 1971, 
p. 177ff. 
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CHAPTER II 



LISTEN! LET US SPEAK 



by Robert Audatto 

'*What they should have done is ask us how 
we feel about it, instead of telling us.'' 

This chapler presents quotations from some persons des- 
ignated as mentally retarded. Selected graduate students and 
I talked with people who live in institutions and others who 
were formerly institutionalized, but now reside in community 
homes. We met adults who have lived all of their lives at home. 
We chatted with children in church basements and schools and 
discussed a variety of current issues with young married adults 
as well as old people in nursing homes. 

First, we had to learn about ourselves. We discovered that 
the long absence of communication between ourselves and those 
we intend to serve was caused not by their lack of ability. 
This silence clearly reflects our inability to communicate with 
others. At first, we barked our questions — as though they 
couldn't hear; we articulated slowly — as though they were 
babies; we talked at them — as though they weren't people. 
How remarkable our own lack o^ judgment in asking a young 
man how "people like him" felt about the right to marry. 

As decision makers we have been prepared to be respon- 
sible, and we have chosen the direction for our own lives. As 
administrators, parents, and professionals, we have come to 
accept the same burdens of derision for "their" lives. Our 
preparation in school, in church, in court, and in other forums 
has classified the difference between "us" and "them." "They" 
are dependent, childlike, and limited; thus, "they" are intrinsi- 
cally unable to choose or to participate. 

We theorize; we hypothesize; we experiment and imple- 
ment ; we analyze. 

They are evaluated; they are studied; they are categorized, 
placed and reassessed. 

To serve and do "what is best" for them, we have over- 
looked the obvious; we have ignored the human bond between 
us. Even though we believe differences are normal, we have 
steadfastly suggested that adaptive behavior implies doing 
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something *"our'' way. With iheM* per^oas, our early nervous 
demeanor said much about our naivete. We did learn from 
them, however. 

Thi^ chapter |)rovide> a forum for the one hundred and 
eleven person^ who shared their time with us. It does not 
generalize be>on(l the immediate im|)acl of the quotations. 
Like the re-t of society, |)ersons classified a^ menially retarded 
espouse wide-ranging personal, spiritual, and political attitudes. 
Thib was our first lesson. As in any group, regardless of environ- 
ment, we discovered ideas ranging from overly simplified 
notions of our complex society to realistic evaluations of both 
hopeful and ho|)eless situations. 

Ambition and ho|)e are entangled with inaccurate notions 
of employment and ba>ic tenets of the Protestant Ethic in the 
remark:? of a young man we met in an occupational training 
program. He s|)oke enthusiastically about work: 

*Tm poirifT to find a foh. You can get one by looking in 
the directory. When I work I'm going to make $26,000 
a year \mise that\s what you get when you work hard'' 
U\> words shar|)ly contract with an appraisal of some 
>taff members by an institutionalized young woman: 

''Them people that work here at are nurses and you 
cant tell me they been to school. They dont know as 
much about people as most of the residents.'' 
A 2l-year-ol(l woman discharged fiom the institution at 17 
now living with her boyfriend in a small apartment near the 
institution reflected on marriage; 

*7/ we want to get married and they (the institution 
staff) say we cant, I'm going to be real mad. I'd just 
tell them that I want to get married 'cause I want to have 
a kid so he can go to school and get smart." 

\lthough successfully em|.loyed for two years as an aide 
m a nursery .school |)rogram and legally free of the institution's 
control, this young woman continued to feel its imprint over 
her sense of choice. Thi> feeling of dominance by others is 
hardly |)eculiar to |)ersons with institutional backgrounds. A 
young man of 17 in a high school sfiecial education program 
wanted to take driv(T's education, but didn't sign up because 
his teacher |)er^ua(h'(l him against it. 

*M/v teacher says she will take me out soon and then I 
will park it nice. Then the policeman will aire me a 
license. 
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l^arental and profes.sional dominance by di^horieisly was 
a discovery confirnied many limes as we listened. A 9-year-old 
girl in a public scliool cld^> reported ibat her mother t<dd her 

** . . . the Girl Scout Dance isnt safe because I could 
have a bah) who uould he sick like me — hut when Vm 
15 I can have an operation and then I can dance,'' 

Some may rationalize deceit by those who *'know best" 
as necessary to run an efficient program within an inefficient 
system, but such lies result only in confusion and dismay for 
the recipients. The constraints imposed by the protective atti- 
tudes of those in charge puzzle a middle-aged woman who 
wants privacy: 

'7/ / had a chance I would like to try a halfway house — 
with my own a^e. I would have m\ own room. It's dan- 
gerous, that's the hard part of it. In my own room, if I 
black out ever, which I dont black out — that's one thing 
I never could understand. I don't black out at r''." 

Many itleas e\pre>sed arose from inept e\pianati(tns, as 
evidenced by a 12-year-old boy in an elementary scho(d class. 

'7'm going to he smarter later. Some kids call me dumb 
and retarded. Dadd\ sa\s I am now — retarded I mean — 
but that's because I don't eat good and behave enough. 
When I'm good, I'll be cured. ^ 

Further, our own foolish questions have bred foolish 
responses. When we asked several adolescent girls at a summer 
camp what they would do if they owned the camp, their resp(»nses 
demonstrated both serious and silly ideas: 

*W sleep late." 

^^rd get a TV and let everybody go and swim and I'd 
watch." 

Bring boys here." 
^^Fire (A counselor )." 

''Give everyone $100 and go shopping." 

For some, these responses may confirm a sense of security 
that non-adaptive behavior is inherent among those classified 
as retarded. These so-called ^unrealistic' attitudes may, how- 
ever, merely reflect narrow experience, deceit by those in con- 
trol, and non-adaptive behavior by those of us working as 
professional planners and service providers. 

Despite the handicap i»f being d(»minated by limited and 
unrelenting control agents, s(»me pers(»ns we met dem<»n>trated 
(juick hum(»r whieh caught us by surprise. 
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A IUM\(Kl■^ intenieuer trving to broach the subjecl of sex 
and sterilization to a 17-year-old young man finally resorted 
to a forthright que.-^tion: 

''Do yon know what sterilization means?^^ 

The young man laughed and said, 

"/ can get my dictionary if you need it'^ 

An 18-year-old outward bound young man described the 
professional-client relationship in a manner contrasting with 
text book dogma: 

"//e cant help me. He needs help himself. He needs his 
white coat on or he gets real fidgety. And he blinks so 
much and keeps crossing his legs. He's a nervous wreck. 
I got a problem and I need to talk to a 'man about it. 
When I see him I feel worse 'cause all his moving around 
and stuff just makes me nervous. Fd rather talk with 
( A custodian at the institution). He understands 
about chicks. He aint no shrink but he helps me think. 
That other guy is going to fall apart if they ever hide 
his white jacket.^^ 

A 14-year-old boy in a Junior High special class expressed 
a similar attitude with a different target: 

'7 like most of my teachers except for the mentally 
retarded one. I hate her class 'cause she aint a regular 
teacher. She doesn't really teach — / don't think she 
expects us to learn nothing. In high school it'll be better 
'cause there ain't any retarded teacher there." 

Our interviews often turned up profound ideas and sensi- 
tive perceptions of our systems: 

"Being in the institution was had. I got tied up and 
locked up. I didn't have any clothes of my own and no 
privacy. We got heat at times but that wasn't the worst. 
The real pain came from always being a group, I was 
never a person, I was part of a group to eat^ sleep and 
everything. As a kid I couldn't figure out who I was. 
I was part of a group. It was sad." 

Despite these retarded persons' limited experience and 
the narrow worlds built for them, many of our conversations 
revealed a breadth of understanding. Physically constrained 
by his walker and further limited to the walls of his ward, a 
young man discussed marriage in terms of advantages and 
disadvantages: 
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*7 do not want to, but I dont want to make it miserable 
for the girl, either . . . There are a lot of things I cant 
do. I cant drive — she'd have to drive me. And there's 
a lot of other things I cant do too, like shoes and things 
like that . . . And lifting the wheelchair — that's heavy," 

The o{)|)ression of the irl^liluliun cannot ilull an astute 
5Jen>iti\ity to social ilynamics a*^ shown by a young m?M rPs|)on(l- 
ing to a question about friemls: 

''WelU I know that when I was at , the ones that 

tend to be my friends were trying to set me up like. 
Once they were my friends and they would give me 
things or something and then they sort of made a fool 
out of you." 

Even though breadth of urulerNtanding includes an aware- 
ness of the obvious, the stigma> of isolation and of labels have 
escaped |)lanners and administrators for a long time. 

''They didnt call me retarded outside — just here at 
Outside no one knew. You act like they act — no one 
knows you're retarded. The only uay they'll know you're 
retarded is if they're told by someone else." 

The disrenpect felt at being referred to as children was 
another insensitivity recurrent through our visits. 

''They call us patients 'boys." They should at least call 
the older boys 'men.' " 

Strength of resolve and resistance to being demeaned by 
those '*in charge'' shine through the statement of a multiply 
handicap|)ed young man: 

"I've never answered to that title — patient. I have an- 
steered to the title 'resident.' But ever since I've lived 
here and even today I wouldn't dream of answering to 
the title of 'patient.' I like my oivn name." 

On the other hand, a young man newly arrived in a com- 
munity group home expressed the joy of being accepted with- 
out ceremony. 

"When I came back from work — / was riding m\ bike 
home late — these two ladies. One of them says, 'Good 
evening sir.' I said, 'Good evening ma'am.' It made me 
feel good and she said, 'Mce night.' I said, 'Yes it is.* " 

Although we witnessed beauty in unsightly settings, the 
ugliness bothered us. But it ha*^ failed to stamp out the highest 
form*^ of feeling. Solicitude for others was a precious lesson 
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for all of u>. The follow in*]; physically handicapped man could 
move shnvly Ui his wheelchair; the woman could mo\e in a 
walker, but the |)Ii)si( al strength for much movement wa.s not 
available to her. He lielped her: 

''She can only move her walker a little hit, and she'll 
OiA me to walk her and ive do it uith her holding on to 
the hack of my uheelchair. Then she ran walk, I'd say\ 
almost the length of this hall and hack again. We only 
do it when she wants to because one of her legs is really 
untrustahle,'' 

The e\idence of informal organizations and systems for 
sup|)orting each other was relatively consistent in institutional 
settings. The character and quality of these under;?round sys- 
tems is ty|)ical for re|)ressed |)eo|)les. A teenager warned us: 

''Dont tell thern a resident told you. The residentHl get 
in trouble. We're not supposed to be so smart; we're 
not supposed to know everything. They think we haven t 
got enough sense to know. Youd think after they got 
to know us — but I've been living here for 4 years — they 
don't know me yet," 

The informal systems keep the membership informed: 

"ff'c'tr got ways of finding out, you know. We got good 
connections, let's just put it like that. But that's the way 
they really should do it. They should ask us — you know^ 
the residents — what they think about things and every- 
thing, instead of going around asking the tvrong kind 
of people, Tliey ask the employees. But they really 
should get us in one of those conferences. We'll tell them 
som.e things that'll burn their ears off,'' 

Listen! Our brotliers and sisters can speak for themselves. 

I'd tell them just how this place is, I'd tell them they just 
don't do us right. You know, they treat us all right and 
everything, but they should ask us our opinions about 
some of the rules they put out. Like not going outside 
/n ourselves. 'Cause on a pretty day, you don*t want to 
stay stuck up in no hospital,'^ 

Listen! Not just Un a moment! I'nless we constantly listen 
we can't |)romote clioice and growth in independence. 

'^Listen, this is not a jailhouse. We want this place to 
feel like a home, not like a prison. The employees would 
have to improve more. To make them improve; to make 
them realize that this is not a ratdude of a jungle, A 
wild jungle," 



''He goes to the wrong kind of people. When Dr. 
first came here he used to have meetings with us and 
h€*d get our opinions about everything. But since then, 
none of that's been happening. And myself, I dont think 
it*s fair for us, 'cause we have to find out the hard way'' 

Listen! Not for the sake of democratic process, but because 
they are speaking. We have been tinkering with people's lives. 

After forty years in an institution what if a person wants 
to stay? What if the ward, bad as it is, represents all the home 
and friendship known to an old man? 

*7 say it's this way. Someone who's going where they 
don't want to go, shouldn't have to. They should go in 
and talk about it first.^' 

What if the attitude and rules of community residence 
are as repressive as those of the institution which a person left? 

''Mrs. unlocked the door and came in. I said, 

'Mrs. , I'm going to bed.' She said, 'You ain't 

going to bed. I'm going to see your quarters.' She will — 
if she sees you're in bed she'll unlock the door and come 
in. You try your best to get out of that place. They dont 
even give you any help. The only thing they give you is 
a bunch of lies." 

What if the staff's insensitivity removes the last vestige 
of privacy by destroying the value of sleep? 

"I think one thing they ought to change is about these 
nurses — talking so loud, especially at night-time when 
you re trying to sleep. And they play the radio where 
you can hear it all the way down to your bed at the other 
end. And they get to talking real loud at night-time and 
they don't really care." 

What if the staff's needs and interests supersede the wishes 
and needs of those the staff is employed to serve? 

"Last night I was watching TV and then he come up 
here — oh, he made me mad. Every time they want the 
TV station turned they just walk up in front of every- 
body and go turn it, and don't make no beans about what 
you're watching. That dont mean a thing to them." 

What if administrative prerogatives to protect the "patient" 
trample basic civil rights? 

"Even when we get letters from other people they read 
them. And we're not supposed to give letters to the vol- 
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unteers to take them out. We re supposed to go all the 
way through Ms. . It's not fair. She told me one 

time they were going to see about not letting her open 
letters any more. They haven t done anything since then.** 

What if the staff determines that the threat of subversive 
activities requires examination of all incoming possessions? 

**Most of the time she opens packages. Course she didnt 
open my last package \ause it was about time for her to 
go home. But I believe if it hadnt been, she*d have 
opened it.** 

What if a program stifles ideas of choice and judgment? 
''See, they pick the stuff out for you, then they pay for it. 
They dont even let you pay for your own stuff. They 
make you buy what they want you to wear.** 

What if the staff actually prepares people for subservience 
by denying access to skills necessary for success in the com- 
munity? 

''They dont teach you how to handle money. They keep 
it all in the office and keep it for you. That nint no good. 
What are you learning to do? You ain*t learning nothing.** 

What if the product of years of dependency training results 
in acceptance of a dependent role? 

'Td just as soon have restriction, * cause restriction dont 
bother me. *Cause if I want something all I have to do 
is send a kid up there to get it for me. If I want a pack 
of cigarettes — jus^send someone out. I get to sleep, dont 
worry about work. It don*t hurt me.** 

Listen! It is not too late for us to learn; we have not taught 
the concept of choice. 

Most of the people we met want to live in the community, 
but not all wish to move. We heard people say that they would 
like to participate in a real way in selecting a home and a 
life style. 

Listen! 

"/'re been here 4 years and 2 months. They don*t talk 
to me. They dont know Vm around. They dont know 
me at all.** 

Listen! 

'Tvp been living here 5 yea^s, going on 6. Be 6 years the 
14th of this month. You just haven*t lived here, so you 
dont really know.** 
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CHAPTER III 



WHOM DO WE CALL MENTALLY RETARDED? 



by Gunnar Dybwad 



This book is about people, people referred lo as being 
mentally retarded. Through the centuries much has been said 
about them, about their being dangerous, evil, possessed, or, 
to the contrary, special gifts from Heaven, "holy innocents." 

Many of these beliefs live on. One can encounter them 
even today almost anywhere in the United States as plans are 
discussed for community residences for mentally retarded 
persons. 

Yet mentally retarded individuals have lived in our com- 
munities since time immemorial. Over the past decades many 
of them have gone to public schools, not by the thousands, but 
by the millions; in increasing numbers they are employed in 
business, industry and government. They travel by bus and 
subway, go to ball games and movies, and some even vote at 
the polls. 

This is not an idealized picture, but it is just not a com- 
plete picture. Many mentally retarded individuals, severely 
and multiply-handicapped, whose functions and activities are 
extremely curtailed, spend their days in idleness in institutions. 

First, then, we must learn that being called mentally 
retarded has very little meaning. Mental retardation is not a 
very descriptive or revealing term; it cannot convey an ade- 
quate picture. There is too wide a difference between the 
retarded young adult who leaves his community residence in 
the morning, joining the subway crowd on his way to work, 
and another retarded person who spends his day in the ward 
of one of our large state institutions, idly shuffling about. 

In the face of such a wide range within the group considered 
to be mentally retarded, efforts have been made through the 
years to establish a terminology for the different degrees of this 
handicap. In the early part of this century people differentiated 
between idiots, imbeciles, and morons, depending on the extent 
of their mental retardation, with the moron being the least 
severely involved. 
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With the introduction of the intelligence test, developed 
by Binet in France, and brought to this country by Goddard, it 
became an acce|)ted practice to relate these thiee terms to spe- 
cific I.Q. score.s * — idiot for those scoring below 25, imbecile 
25 to 50, and moron 50-70/75. Later on the terms "severe," 
"moderate," and "mild" replaced those terms, but conceptually 
no change occurred. It was firmly believed that not only could 
the degree of mental letardation be definitively tied to fairly 
restricted scores on intelligence tests but, more importantly yet, 
that this was an unchanging static designation. Not only "once 
retarde .ilways retarded," but also "once moderately retarded, 
always moderately retarded." The I.Q., it was commonly ac- 
cepted, was fixed. Moreover, it was believed thai the I.Q. ratings 
and the three part classification — mild, moderate, severe — 
could be tied very closely to a level of funci.oning, circumscrib- 
ing quite narrowly what such a person could not do in terms of 
daily living and learning. Whether a Person received an I.Q. of 
71 or 68, of 52 or 49, could have the most far-reaching conse- 
quences for his lifetime, because that difference was the key to 
decisions about the service which he would receive or from 
which he "had to be" excluded, and more likely it was the latter. 
\< one educator* has succinctly expressed it, "While the dif- 
ference between becoming or not becoming mentally subnormal 
may often be slight, the difference between being and not being 
mentally subnormal may be considerable." 

Overall, the steady progress of urbanization, industrializa- 
tion, and specialization and the sharply increasing life tempo 
and competitiveness decreased the tolerance for retarded indi- 
viduals, and less and less was there a place for them in the com- 
munity, socially or even physically. 

In the late nineteen forties and early fifties into this situ- 
ation broke the movement or, more appropriately, the rebellion 
of parents of mentally retarded children. Throughout the United 
States and '"anada, in England, France and Scandinavian coun- 
tries, in Australia and New Zealand these parents stood up and 
demanded that their children not be denied the privilege of 
schooling, vocational training, and meaningful occupations. 

Although some educators quickly supported the parents' 
demands (and, indeed, a few school systems had heretofore for 
many years successfully conducted classes, not just for mildly 
but also for moderately retarded children), overall the field of 
education reacted negatively. The educatii n profe>sion remem- 

* The concept of thr Intelhj»pnrr Quotirnt as related to Binf't*** mental ape nas 
developed bv \V, Stern, 

• Albert T. Murphy as quoted in Burton Blatt's Chmtmas in Pnrf(atory. Boston, 
Mass.: Allyn and Baron. 1%6. 
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bered that li()|)e> for llu» edurabilily of mentally relardeil 
individuaL^ dunnj^ the ^muid half of the nineteenth century had 
led to >evere disiUu^ioinnefit, and to this was added the negative 
ini|)etu> of the "eu*j;enie M'are" during the fir^t two decades of 
the twentieth century, which looked upon the mentally retarch'd 
person as a menace to iht" weU-beini? of society. 

When parents pu.shed on and in many communities actually 
organized classes for the Moderately retarded (that i^, chihiren 
with an between 50 and 25), educators responded with a 
lerminoh)*j;ical shMghl-of-hand, the effect of which is still haunt- 
ing community planning. They introduced a supposed philosoph- 
ical and methodological difference between educability and 
trainability. Mildly retarded children, those with an I.Q. above 
50, were termed educable; the moderately retarded were con 
sidered ineducable but trainable. AKo, many prominent leaders 
in special education believed that this ^'training" wa*^ not a 
res|>onsihility of the public schools but a 'Velfar »b. Those 
below the "trainable'" level, the educators chose ti> 1 ""custo- 
diaT' cases, suggesting that nothing more than safekec. .ig could 
meet their needs. 

In the ensuing years this viewpoint failed to prevail as, 
under pressure from parents, legislation was enacted in more 
and more states making the education of the so-called trainable 
child a mandated task of the |)ublic schools. However, the termi- 
nology remained, and with it the static viewpoint toward mental 
retardation on which it was founded. 

This terminological effort of the special educators createu 
serious and pervasive damage in two ways. Without sufficient 
evidence a sharp dichotomy was created between the learning 
process and learning capacity along the hairline of an I.Q. of 
50. Furthermore, what might have been justifiable as a designa- 
tion of two different teaching me ods was perverted into a label 
affixed to individual children with the clear implication that a 
child, once designated trainable, could hardly be expected to 
move up to the more advanced type of i...^truction appropriate 
for educability. I nfortunately, the labeling did not stop here, 
h\\{ post-school community services such as vocational training 
centers and worksllop^ a(h)pt( 1 it as well, thereby carrying over 
the label of ineducabdity into adulthood, through the tasks to 
be |)erfofri' d by mentally retarded adults in a work situation 
might differ sharply from those in a classroom situation. Fortu- 
nately, the rather negative evlusion oriented attitude of |>ro- 
fessional educators changed radically, most nolicahly following 
the mid-sixties. This shift in altilu(h» culminated in a strong 
policy ^^tatement pas>ed at the 1971 annual conference of the 



Council of Exce|)liunal Children, the national organization of 
teachers, su|)ervi^ors, and administrators in special education. 
Thi.s significant .six |)age document entitled *'Basic Commitmenl^ 
and Responsibilities to Exceptional Children" explicitly states 
that education is the right of all children and that educational 
opportunities .should not be denied to any child regardless of his 
potential for contributing to society. 

While the foregoing developments took place in the field 
of special education, other changes occurred in the general 
terminology and classification of mental retardation. The Amer- 
ican Association on Mental Deficiency, in 1959, issued a revision 
of its Manual on Terminology and Classification which con- 
tained three important changes. In contrast to other classifica- 
tion schemes, such as that in use by |)sychiatrists which tended 
to lump together all retarded persons with an l.Q. below 50 as 
essentially inca|)able of development and in need only of pro- 
tective care, the 1959 AAMD classification, on the basis of dem- 
onstrated differential capacity and performance, suggested a 
three-level division of those with l.Q. below 50 into moderately, 
severely, and profoundly retarded. Furthermore, in the defini- 
tion of mental retardation, this revision added to the factor, 
"subaverage intellectual functioning," a second factor relating 
to social adaptation, "impairment in adaptive behavior." Finally, 
the Manual brought into the realm of mental retardation a 
grouping formerly known as having borderline intelligence. It 
did so by decreeing that (subject to the criterion of impairment 
in adaptive behavior) a differing mathematical cut-off point was 
to delineate mental retardation (to wit: one standard deviation 
below the norm) and that this psychometric grouping of people 
would henceforth be designated as borderline mentally retarded. 

The first change, the creation of the new category of pro- 
found mental retardation, |)roved to be very useful from a prac- 
tical viewpoint: it focused attention on this long neglected group 
of individuals who populated the back wards of the state institu- 
tions. Studies and demon.stration projects soon revealed that this 
group could re.s|)ond far better to .simple training efforts than 
had been assumed, and was even more responsive to environ- 
mental change when the back wards were changed into something 
a little bit more resembling human habitation. Furthermore, in 
many cases the severe physical impairments with which these 
individuals were afflicted appeared to be a major factor in their 
extremely low level of performance, and upon remediation (for 
example, through orthopedic surgery, physical therapy, and 
so forth) a distinct improvement in their level of functioning 
occurred. This suggested that the group might be better referred 
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to as profuiully handicapped rather than a:3 proioundly men- 
tally retarded. 

There was a great deal of positive response from the field 
to the ^5eeond reconmiended change, the addition of the concept 
of adapti\e beha\ior» l iifortunalely, howe\er, tests for the 
a|)plication of this new criterion were still in the early stages of 
development and fifteen years later are still not part of most 
ps)chological evaluations. In other word^, in spite of increasing 
doubt about the sufficiency of the intelligence test in the deter- 
mination of mental retardation, il has renained from a practical 
viewpoint the S(de determinant. 

Yet more significant, from this chapter's focus, was the 
response to the third recommendation, the establi.shmenl of the 
new ^'borderline" category within mental retardation, which 
\a>tly increased the supposed number of retarded individuals 
in the l iiited States. What happened was thai fourteen years 
later, in 197,'5, the ^merican Association on Mental Deficiency 
published yet another re\ision of its Manual and with one turn 
of the priming press removed from millions of American 
citizens the burden imposed on them in 1959 of being presumed 
lo be mentidly retarded, albeit on the borderline le\^l oidy. 
\AMD simply lowered the upper cut-off point for mental 
retardation not one but two standard (le\iations (e.g. an LQ. of 
68 on the Stanford H'net test), subject of course to the second 
criterion, impairment of adaptive behavior. 

Here, then, this chapter's question "Whom do we call 
mentally retarded?" comes into sharp focus and brings forth a 
rather disturbing answer. We call meiUally retarded those whom 
"we" choose to call so. And, who is the "we"? In this case of 
classification and terminology it was a professional organiza- 
ti(m working in the field of mental retardati(»n which entrusted 
this task to a committer and did not even see a need to have the 
sweeping revisions ratified by a vote of the membership. Thus 
in an unmistakable way the American A^^sociation <m Mental 
Deficiency has clearly supported the thesis put forth by <me out- 
standing social scientist active in the field of mental retardation, 
Dr. Jane Mercer of the University of ('.alifornia. Dr. Mercer 
maintains that mental retari!iti(m is not so much a clinical 
designation based on c(»mpelling evidence as it is a social status 
conferred on individuals by whatever societal group has been 
given, or has taken up(m itself, the right to so label people. 

The President's (Committee on Mental Retardation has 
illustrated this view with it widely (Hstributed bo<?klet The 
Six-Hour Retarded Child, tNe child wh(» five days a week, from 
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nine to three, has the status in m IiooI of being retarded but who 
is not ^o con^idered while moving about in the community. 

But ihi^ i.s not the oidy example. Those concerned with ^ta• 
ti>lical studio in mental retardation ha\e long been aware of 
AW ifitiiguing phenomenon -the iuiiid)ei of ''knowrr' mentally 
retarded [)ersons in any community dro{)^ >har{)ly for the older 
out-of-school grou{). Once a young adult has left school and on 
his own ha> secured employment in the community, he may 
**lo>e" his status as a retarded individual and may be accepted 
at his place of emfdoymeiit, as well as in the community at 
large, as just another young citizen. 

In other words, we set out to develop new plans for com- 
munity services fur mentally retarded [)ersons, we need to 
remember that tens of thousands of substantially mentally 
retarded children, adolescents, and adults are now and have 
been for many years living, walking, and working in our cities 
and towns, have attended public schools, have gone to cam{), 
have used streetcars and subways, have voted and held a vast 
variety of jobs. While many of them, maybe the majority, were 
and are known to some as retarded individuals^, many are not 
so recognized in day-to-day living. Yet other individuals are -so 
handicapped or condr ' themselves in such a fashion a*^ to be 
seen as manifestly retarded. We must nnderstand that the status 
of hein^ retarded is open to change^ and the record will show 
that our predictive capability is limited. 

Less dramatic perhaps, but to the individual involved of 
great significance, is a further and related phenomenon: The 
level or degree of mental retardation originally bestowed upon 
an individual by a clinic, school, or institution may al^^o change. 
The individual who once sat in an institutional back ward, half 
naked, aimlessly rocking back and forth, and "obviou«5ly" pro- 
foundly retarded may later be seen in a sheltered workshop in 
the community, operating "^ome simple mechanical equipment, 
properly dressed and maintaining human contacts — verbal or 
non-verbal- -with other*^ around him. 

Of course, at least presently, certain groups of children 
or adults need more or less extensive nursing care for an 
nnspecifiablc time. But their condition clearly does not require 
confinement in a large state in^^titution. They have a right and the 
capacitv to be in an appropriate community facility, with an 
open floor leading to a les«? restrictive, less restraining environ- 
ment. Only time will tell who will use that open door. 

And that brings us to the (juestion: How many retarded 
persons are there in our community? This invokes a counter 
question: How retarded is retarded? Shall we be guided by the 
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1959 or the 1973 defiiulion of the American A^^ocialion on 
Mental Defirieney? The by now traditional j^tatiistieal view was 
predicated on a three percent figure. But no one ha* yet been 
able to find the three percent mentally retarded persons in any 
large unselected population group. Two scholar^ who have 
given this question much study, Professors Button Blatt and 
George Tarjan, put the incidence of mental retardation in the 
general population at no more than one percent, and quite 
like!/ less. 

Furthermore, even if one could say with certainty that a 
given community has today one hundred individuals waiting 
for a place in a community group home or other facility, it 
vvould be hard, indeed impossible, to predict for how long each 
one of them would need to stay there or how soon they could 
move to "'regular" unsupervised living quarters. Broad statis- 
tical generalizations will be of very limited use in this context. 

Our knowledge of the developmental potential of individ- 
uals labeled retarded is as yet insufficient for long range esti- 
mates. A parallel will make thi> clear: Had we rushed in, 
nationwide, in the nineteen fifties and sixties to build special 
schoolhouse^ for children considered to be only '"trainable," we 
would now have white elephants on our hands from coast to 
coast. 

The qne.stion "Whom do we call retarded?'' is best 
responded to by a counter-question: Why call anyone retarded? 
Webster's dictionary says "to call" means among other things 
"to utter in a loud or distinct voice," "to read over (a list of 
names) loudly," "to give a name to" and "to regard or charac- 
terize as to a certain kind." 

Perhaps the significance of he question and counter- 
question will become more apparent if we take our cue from the 
last definition and explore what "certain kind" we mean when 
we use the term mental retardation. 

At least to some extent the answer to this question will 
surely come from young and not so young mentally retarded 
adults themselves, whose emergency from the once nebulous 
mass characterized as mentally retarded is providing us with 
an exciting and challenging drama. One can already clearly 
discern the first indications that some of these people, once 
knowns as "docile retardates," are no longer willing to sit in the 
back of the bus. Education is a powerful tool; the withholding 
of education and of knowledge has been practiced throufich the 
ages bv benevolent as well as oppressive rulers in Church and 
Stale. Education and a new tool, "advocacy," are now helping 
the retarded citizen to assert himself and to protest a label that 
he sees as a librl. 
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CMAITER IV 



THE RETARDED CITIZEN AND THE LAW 



Between October 1^71 and July 1973 at lea^t forty-one 
court actions were initiated in the federal and state courts of 
the Lnited States on behalf of persons classified as mentally 
retarded. None known to thi^ writer has been filed before 1971. 
Nine of these actions were ba^^ed on the **riphts to treatment," 
seventeen on the "right to education," fi\e on the '"right to live 
in the community," four on the "right to ju^t compensation" and 
so forth.^ These cases and the rights they enumerate have come 
so rapidly onto the socio legal scene that full implications and 
the origins of their terms may be buried before they are fully 
disco\ered. 

To determine where we have been, where we are, and 
>vhere we might be going in this dynamic social action area, this 
chapter will attempt to step back from the current cases and 
evaluate relationships between changes in legal rights and 
changes in mental retardation policy. 

The following broad trends appear again and again in the 
law and will be highlighted in this chapter: a trend from the 
broad categorization of mentally retarded persons to a focus on 
individual differences; a trend from a perception of mentally 
retarded persons as being incapable of growth beyond narrow 
limits to a focus on their developmental potential and particular 
strengths; a trend from a perception of mentally retarded per- 
sons as significantly different from "normal persons" to a focus 
on the degree to which we all share the same aspirations, feel- 
ings, and fears; and, perhaps most importantly, a trend from 
enforced dependency toward self-determination and responsi- 
bility. 

Rather than attempt an unrealistically comprehensive sur- 
vey of all the laws affecting mentally retarded persons and of 
the way these persons are perceived by society as exemplified 
in those laws, this chapter will focus on several particular areas 

^ Paul Fnrdman. ** Mental Retardation and the Laic: A Report on Stat as of Cur- 
rent Court Cases" U,S.I).H.KA\ .. Oflire of Mrntal RptanJation (.ooidination, April 
and Jul) 1973, 
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of legal righl.s. Examples vvill corm- from (loiisiitulional and 
from ^lale law. From lhe>e example^, the chapter will draw 
infereiue> about the future of the law in these and other sub- 
^tanti^e areas and about the future of society's perceptions of 
per^on^ it calls mentally retarded. 

The first major section of the chapter will attempt to discern 
the meanings of the major term, ''rights." The ascription of 
rights to a ( las^ or persons has social as well as legal signif- 
icance, the one mutually reinforcing the other. 

The second section will discuss the most critical unresolved 
issues which must underlie any discussion of the rights of per- 
sons classified as mentally retarded: What is the meaning of 
''rights" for an in(H\idual not only handicapped by his being 
classified as mentally retarded, but often so intellectually or 
beha\iorally impaired that he cannot advocate on his own 
behalf? What implications does this dilemma l)ear for advocacy 
systems of all kinds: citizen ad\ocacy, legal advocacy, consumer 
group movements, and forth? 

The third section will discuss the due process clauses of 
fifth and fourteenth amendments of the United States Constitu- 
tion which serve as a particularly fertile field for developing the 
concepts of the rights of persons called mentally retarded. While 
several other constitutional law areas are serving as bases for 
legal action in the mental retardation area, the due process 
clauses seem to illustrate best the relationship between legal 
rights and social policy change. 

The next section will give an o\erview of guardianship, one 
particular area of state law in which law reform efforts have 
closely paralleled changes in public policy and social percep- 
tions of person , called mentally retarded. 



THE NATURE AND ORIGIN OF RIGHTS 

What is a "right?" What does it mean to "have rights?" 
What does "ha\ing rights" mean for persons society classifies 
as mentally retarded? When we look at the changing ways in 
which que^^tions concerning rights have been answered over the 
years, what does this history say about the way that society per- 
ceives mentally retarded persons? 

In one sen^^e, a "right" is a legal power. To speak of the 
"right to vote," we mean that the law grants the authority to 
certain per^ms (citizens, (»\er age eighteen, and so on) who 
meet certain conditions (resi(h'ncy, registration, and so on) to 
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ha\e their voices heard and counted in certain areas of social 
decision-making, governmental elections, or referenda. To have 
the right to vote does not mean that one is legally obligated to 
vote; in fact, any atlemfit at coercion by go\ernment or individ- 
uals in this country would be Mrictly illegal. The law has merely 
granted an individual that particular power. 

From another point of view, the conce|)t of '^rights" means 
something quite different. To ^ay that one |)erson has the right to 
vote i*^ alM) to say that all other [lerson.^ and the government 
have a legal duty, at the minimum, not to interfere with that 
exercise in any way. In many way>, moreover, the government 
mu>l |)ro\ide o|)portunities and facilitate the exercise of the 
right to \ote: for example, the location of |)olling places of 
registration must not prevent segment^ of the community from 
voting. Thus we might also say that a right is an expectation 
bahed on a shared standard that other persons will act or refrain 
from acting in certain ways. Some rights seem to focus almost 
entirely on the |)ers|)eclive of rights as authority or power. The 
right to practice one's religion, for example, does not depend on 
any state action. On the other hand, the right to education, for 
example, is based primarily on the expectation, justified by 
statutes and constitutional provisions, that the state mu^t bring 
education equally to all potential recipients. 

Where do rights come from? They derive from many 
source^. The sources of those rights derived not from govern- 
mental action, but from philosophical-religious mandates under- 
lying our society are the most difficult to evaluate. Such human 
rights( or rights seen to derive from our humanness rather than 
from government action) are seldom defined or codified, but 
are seen as implicit in the development of civilization. Exam|)les 
of generally acce|)ted human rights are the right to have and 
raise children, the right to privacy, the right to a decent life. 

A second source of legal rights is the Constitution, really a 
social-political contract or charter among [lersons establishing 
a government. This contract concerns the general relationship 
among the members and between the members and the govern- 
ment. In the Bill of Rights, and in numerous other sections of 
the Constitution of the United States, one can find many of the 
bases for civil rights — rights enforceable by and against govern- 
ment^. 

Perhaps the greatest number of rights affecting our lives 
derive from the concrete and s|)ecific actions of legislatures in 
passing laws within the framework and scope of the enabling 
charter, the Constitution. Laws generally compel private individ- 
ual and the executive branch of the government to perform 
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certain action> or to refrain from performing certain actions: 
to pay taxes, to provide medical services, or not to put other 
indi\idual> at uiirea.soiiable ri>k, not to exclude a child from 
a regular school progiam without a hearing and showing of 
good cause. 

The role of the judiciary — another major source of "rights" 
in the American system — is a complex and varying one. The 
legislature produces rule> applicable to the |)o|)ulation com- 
monly and generally within the sco|>e of the o|>erating principles 
laid down for it by the Constitution. But the judiciary — usually 
acting within the context of a single direct clash between individ- 
uals, between g;overnments, or between individuals and govern- 
ments — interpretb the iule> and principles to resolve particular 
conflicts in the light of develofiing princifdes. Although legisla- 
tion is usually quite general, one part of the mandate created 
by most pieces of legislation commands one or another executive 
branch agency to develo|» regulations to detail the law's opera- 
tion. In mo>t states, as well as in the federal government, regula- 
tions have the full force of law and are enforceable in court, 
subject oidy to a condition of consistency with constitutions and 
statues. Perhaps because of the distinctly undemocratic way that 
the executive branch as a whole is chosen (only the top few of 
thousands being elected) and because of the impact of regula- 
tions on society, many safeguards, usually embodied in state and 
federal administrative procedures acts, have been built into the 
process of regulation-making. Ty|>ically these include public 
notices, hearings, waiting |»eriods, and so forth. 

The last source of rights to be mentioned does not neces- 
sarily depend on government action. This is the contract, the 
mutual agreement between private citizens or citizens and gov- 
ernment. The contract typically spells out the respective rights 
and responsibilities of the |>arties to it: whether to give to receive 
services or goods, or whether to do or refrain from some action 
in return for some other goods, service, action or anything of 
value. 

ADVOCACY OF RIGHTS 

Most of the trends lUited above concerning develo|»ing and 
exercising rights ha\e piincipally affected persons capable of 
a<lvorating on their own behalf. 

But what of those other |»ers(»ns who, for whatever reason 
or cause, are incapable or unwilling t(» adviuate on their own 
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belialf (or who are percei\e(l as luMiig incapable, wliich amounts 
to llie >arue tiling)? Does the coiicept of broadening respon- 
.sibility and >elf-deterniiiiatiuii mean anything for a person 
unable to ".self-ad\oeate," unable to articulate his de^ires and 
intere>t.s suHiciently to trigger the legal responsibilities of those 
about him? 

The notion of citizen ad\oca('y responds partly to the needs 
of some mentally retarded perM»ns for assistance in obtaining 
and e\erci^ing skills of .self ad\ocacy or the right to responsi- 
bility. Although the ad\ocacy terniirudogy has by now been 
used in so many different contexts a< to ha\e h)st much definitive 
meaning, one particular aspect of the notion deser\es special 
note in this context: How does an indi\idual (any individual — 
citizen, agency, professional, parent, attorney) determine the 
course of ad\ocacy for an indi\idnal who has not expressed his 
interests and desires? 

First, the advocate may choose to act in the "best interest" 
of client as "best interest" is articulated by another per^on — the 
family, friends, ser\ice workers, and so on, or a majority of 
these. Although this solution is probably the easiest — everybody 
has an opinion about what is best for his neighbor — it is also 
the most dangerous: it makes the advocate the agent of the 
sponsoring indi\idual rather than of the client himself. It 
eliminates the independent monitoring-evaluation function that 
a true advocate can serve so well. Because the sponsoring 
individual is not disinterested, it is particularly risky: typically 
no ad\ocate would be sought unle<=is the -=;ponsoring individual 
had already decided on a particular course regarding the client. 

Second, the advocate may rhoose to act on the basis of 
certain articulated general as-^^umptions, or principles of "best 
interest," such as '"minimum necessary restriction," or "no 
deprivation without due process of law," or "equal protection," 
or "the most normal living and working en\ironment possible," 
or "maximization of community integration," and so on. Even 
though this solution avoids the conflict of interest problem noted 
abo\e, it raises a number of equally trouble<=iome issues. Usually 
it is difficult to reconcile an approach based on general principles 
with another policy mandate in the field of mental retardation 
— indi\idualizalion of <er\ices. Furthermore, when applied to 
particular circumstances, general principles often clash. For 
example, in a decision relating to the sterilization of mentally 
retarded young women, the human rights principle of the "right 
to family life" would clash with the similarly compelling equal 
protection principle of the "right of access to voluntary steriliza- 
tion." In a decision relating to a prospective special class place- 



ment, the principle of the *'right of access to an individually 
appropriate education" might clash with the "right not be denied 
access to regular education." In all such cases of "decision by 
principle," what principles are to be relied upon, and who 
chooses them? Although niosl might not object to the principles 
above, how will people react to the statement of "the greatest 
good for the greatest number" or "to each according to his 
productivity?" 

Third, the advocate may choose to act on the basis of what 
he concludes he would himself do, were he the client. For most 
advocates these mental gymnastics would likely end in the deter- 
mination that the advocate tvould do (and therefore that the 
client should likewise do) what the right, proper, or reasonable 
thing to do would be under the circumstances, even though the 
advocate, no less than any other human being, quite likely often 
acts in ways which are neither right, proper, nor reasonable. 
Should an advocate authorize drug experimentation with his 
client in an institution, just becau^e such participation would be 
admirable and worthy? 

This dilemma of advocacy on behalf of multiply-handi- 
capped persons cannot be readily resolved, if desolvable at all. 
In the developing advocacy notion, this dilemma must be 
squarely and consciously addressed in every contact between 
the advocate and his client; an<l the advocate must evaluate his 
decision from as many perspectives as possible. 

One further related dilemma of advocacy bears mention in 
this context. The advocacy terminology has come to describe 
many different kinds of relationships: citizen advocacy, pro- 
fessional advocacy, parental advocacy, corporate advocacy, 
legal advocacy, class advocacy, and so on. Applied with diligence 
and good will, all of the^e advocacies should, however, neces- 
sarily lead in the same preordained direction. Each form of 
advocacy mentioned carries with it the seeds of conflict or 
interest, because the citizens, professionals, parents, corporate 
organizations, attorneys, and clai>ses have interests and percep- 
tions of need which will conflict with those of the client. What 
action a parent, professional or organization will take regarding 
a client will always be colored by his or its own interests. A 
parent's decision regarding institutional placement will be in- 
fluenced, for instance, by the interests of all the family members 
in addition to the interests of the child awaiting the placement 
decision. Decisions right for a class of persons cannot be ex- 
pected to be right for every member of that class. For example, 
shifting resources from the large lesidential institutions to 
community programs may be the best general decision for the 
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class of all persons requiring mental retardation services. But to 
advocate such a course is not clearly in the best interest of those 
members of the class who remain in the institution during the 
interim. 

The foregoing examples are not meant to convey a distrust 
of the motives underlying varying advocacy approaches. But we 
should neither expect nor demand consistency among advocacy 
movement^ in the area of mental retardation; the future may 
well bring, on the contrary, a plurality and conflict of mental 
retardation advocacies which ultimately will prove vital and 
healthy. 
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DUE PROCESS AND THE RIGHTS 
OF RETARDED PERSONS 



Where is the concept of the rights of mentally retarded 
perhons going? One area of constitutional law seems to hold per- 
haps the greatest long-term hope for mentally retarded persons 
and the cause of their rights — the due process clause of the 
Fourteenth Amendment. This requires that no state deprive any 
person of life, liberty, or property without due process of law. 
The changing application of those brief words to persons classi- 
fied as mentally retarded evidences the changing way that 
society, through the political mechanism of its courts, perceives 
these members. What does the clause mean? And what does it 
have to do with mental retardation? 

First, the clause is directed specifically to action by states 
(action by the Federal government is already covered by the 
Fifth Amendment), and not to the action of private individuals. 
The doctrine of state action has, however, expanded greatly 
over the years and, although still in flux, today clearly includes 
the actions of persons acting "under color of" or under the 
apparent authority of state law, whetht. or not state law specif- 
ically authorizes actions. The doctrine also allows using state 
facilities, such as a court, to enforce a private claim, such as 
a restrictive covenant in a deed. Thus certain actions of parents 
and particularly of court-appointed guardians may be inter- 
preted as state action in certain instances, as might the action of 
state agencies, private agencies which receive state licenses or 
support, and the courts. For example, action by a guardian in 
seeking to institutionalize, sterilize, or authorize medical experi- 
mentation upon his ward may be subject to constitutional limita- 



lion ami control to the >anie extent that sucli actions by the ^lale 
il^elf are ^ubject to ^on^titutional control 

The ^ecoIul point of intere>t in the due process clau>e 
relale> to the term "deprive." The term reaches not only 
ahndute and total depi i\ atioiis, such a taking of property or 
liberty, but more limited incur>ions or re^trictionh as well. The 
^tale can deprive a person of property by restricting its use, just 
a> it (lo«'s by taking ownership of it outright. For examide, the 
zoning of land, restricting the u>e.s to which the ovMier m^.^ put 
the land, is a deprivation of prop«Tty subject to due process 
guarant«'e> of hearing, notice, and so forth, not unlike the actual 
taking of land by the state / ^ ^n>ervation purpose^, which 
taking is aUo protected by the ( ' 

Third, th«' concept of 'iiberty ' in the clause has come to 
mean much more than the absence of criminal incarceration. 
Increasingly, the term has come to represent the basic freedoms 
of the Bill of Rights, as well as the right to choose and work at 
an occupation, the right to travel, i::ht to be free of social 
re'^triction (for example, segrev .io - and th«' right to be free 
of legal restriction (guardian^. , criminal prosecutions not 
involving incarceration, and so on). The future may well bring 
an expansion of the liberty notio.^ into other spheres of irstric- 
tion, wh»'ther physical (for example, institutionalization, chemi- 
cal or body restraints), social (''special education" placement), 
or Icf^al (guardianship). 

fourth, the motive or intent behind the particular restric- 
tion is increasingly being shown to he irrelev ant. Supreme Court 
cases concerning juvenile court law have clearly mandated an 
objective assessment of state activities which have the effect of 
restricting, whatever the label or underlying philosophy. That 
iiislitntionalization ma\ benefit the individual and not punish 
him for misbehavior makes the placement no less a deprivation 
of liberty. That a guardian seeks the sterilization of his ward 
for th«' best and most h)gical reasons may fall outside the scope 
of inquiry into the individual's rights to privacy and family life. 

Finally, what does "due process" mean? Hundreds of 
scholarly works have intended to explicate these two words, but 
the basic concept can be summarizeil very briefly for this chap- 
ter's purposes: governmental action which affects individual 
liberties must conform to traditional notions of fundamental 
fairness. What is ''fair" in the particular case depends on the 
historical importance of the liberty affected and on the scope 
and mann«T of the deprivation. For example, both murder trials 
and parking fine assessments are subject to due process protec- 
tions, though fairnes> in the second situation dictates a much 



It>s coinprehrti.sive mIumih^ lluip in the fii^l. Furlh«Min()n\ when 
lilt' ^late i.-. acting io n'sliicl ihr induidual for lii"* ()\>ti or tin* 
.social good, the nature and duration of the reMuetion mu^t 
bear >onie reasonable relation to the purpose of the confine- 
ment. The restriction must last for the shortest time and under the 
least re.slricti\e conditions possible to accomplish the purpose of 
the n "-tiiction, When the classification of an individual leads to 
his restriction or other detriment, that classification and the 
mean> by which it is made must be rationally related to a legiti- 
mate stale objective. 

GUARDIANSHIP: A CASE EXAMPLE 

An example of the traditionally restrictive-protective pos- 
ture of the law and 'Society toward mentally retarded persons 
is guardianship and legal competency. Kssentially, guardianship 
is a legal device conmum in state law by which control of a 
person's property or of property and perstm is given to a second 
person, governmental agency, or private coiporation. The person 
losing control is usually called the "ward," and the person get- 
ting it is called the "guardian," the "committee," the "consep 
vator," or the "'cu^totUan," depending on the state. 

Not just by chance can guardians typically be appointeti 
only by a court, and not by an administrative agency. Despite 
the benign motives usually behind the appointment, it and the 
reslriciion it entails for the ward have traditionally been viewed 
as a deprivation of liberty and prop*Tty sufficient to bring the 
appointment within the due process guarantee of the Fifth and 
Fourteenth Amendments. 

Traditionally, guardianship has had absolutely nothing 
to do with helping or protecting the ward in any way. When the 
device arose centuries ago in England, its function was to pre- 
serve the property of minors whose fathers had died, solely f<M* 
the ultimate benefit of the King. When most guardianship laws 
were enacted in the United States in the niiu'teenth century, the 
absence of a king obviously implied some other legal function 
for the device. 

Modern guardianship is directed primarily at pieserving 
funds and protet-ting persons other than the ward from tht* 
effects of the ward's indiscretions and inability t<> handle his 
money. Hoth the language of the statutes and the nature of the 
court caj \s have clarified these functions. 

The effects of a guardianship i'ppointment vary from state 



to ^lale, but are always iiidinfold. Typically, in the i)nHe>s of 
the appointnienl, the ward is (leleriniiied to he legally incom- 
petent to handle his affairs. Thu.s, he may he lej];ally incapable of 
making; a binding »*ontracl, buying on credit, buying for ca.sh, 
renting an apartment, obtaining employment, even opening a 
savings account, or gning away or selling either his pioperty 
or item.s he ha- produced. Furthermore, he is made unal>le to 
change hi> residence, to refuse or seek placement in an institu- 
tion or other facility, to refuse or seek medical treatment includ- 
ing sterilization and abortion, to refuse or seek being made a 
subject in medical experimentation, and so on. These are the 
direct results of the appointment. 

Numerous indirect restrictions result as well. I Massa- 
chusetts an indi\idual under guardian>hip cannot, luu' atute, 
\ote. In some states, ward.> cannot ^ obtain driving lie -c-s, can- 
not obtain automobile insurance e\en if they ha\e a license, 
cannot marry. They cannot, in short, act to take control of their 
own lives and aestinies. Thus, while the specifics of guardian- 
ship laws and cases \ary from state to state, the overriding 
themes remain con-tant: enforced dependency, expectation of 
lack of change, o\erly generalized classification lacking any 
rati(mal relation-hip to the nature of the indixidual's handicap, 
and a narrowly medical e\aluation model. 

From the point of \iew of social policy and mental retarda- 
tion, guardian-hip statutes typically ha\e three major flaws: 
first, their po>ition regarding the need for guardianship and the 
powers of the guardian i.- strictly "all or nothing." If it is deter- 
mined that the individual is wholly incapable of taking care of 
himself or his property, then a guardian is appointed who has 
the broad powers regarding the ward's future. Tnder these cir- 
cum-tances, the restriction, or "protection," of the ward is 
complete. On the othe hand, if it is determined that the individ- 
ual is not wholly incapable of caring for himself and his prop- 
erty, then a guardian is not appointed and the individual is 

^Thv xi^v of thv t» rni "<ann»»l" is a<liiu»tp(ily an o\rrvimnlirK .ition for vr\fMl 
reasons First, there is t!ie traditional L^zal <listinMion between eoiWrifts y,hi(h are 
*\oi<l**— \^ithoiit le^a! inn e from tlie onsrt -ami thosr. ,» i h are * ^ 0Mlal)'e"-- or \a\u\ 
until rJiallen^ie*!. Sei orul. lejzal iiw oiiipeteiu y is not al)so!iitely <Ieterniiiiatne of the 
le^al iiisqiialifi< ations of the in»iiM(iiial under many of the hsted < in iiiiistain es. In 
many states, the f a( t of the appointment of a guardian is merely eMilencr of le^al 
uirapariiv jmolMiit:. for exainplr. the making of a \*'tll Third. M\rral of the dis- 
<pialifii alion^i listed iiunKe thf neirssity of the imliMdual under guardianship haMii^ 
to be idenliht'd as ^\uh ()f forr the dwqnahh< ation is efTertive. Srreeninp [iroeedures 
for voting, for exaniple. are snflidenilv loosf that many persons under guardianship 
may \uU\ the Iikelifiood bein^: that the issue nt guardianship v^iH not be raisj'd 
unless the i dnidual raises it liimself. Ne>erlheless. the ^ilsqllallf>ln^' nature of 
many of the ^iiaidian-lnp statutes is the snl)jV(t of this portion of the chapter, and 
the fa<l that the (iisqii.ihtHMtion is in» ornple te (ioes not diminish tfie ne^athe aspect 
of tfte law 
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wholly uiuolricled — and wholly unpnitecled, n'garding his 
person and properly. Since very few mentally retarded persons 
require the total shelter of a full guardian and since a larger 
number of retarded adults may require >ome lesser degree of 
counsel, a(l\ice, and protection una\ailahle to them under exist- 
ing guardianship laws, these laws do little good. 

\^ a second flaw, traditional guardianship laws assume 
that, once a guardian i> appointed, nothing in the situation of 
the ward will change. MoM statutes do permit a .subsequent hear- 
ing to determine the continuing need for guardianship, but the 
ward alone must request the hearing and pro\e that the guardian 
is no longer needed. Once a |)erson is [daced in a situation of 
total dependency, such as guardianship, and kept there for a 
time, the ^elf-ad\ocacy which the statutes require is wholly 
unreali^^tic. 

Mthough the basic difficulties remain, law reform efforts 
ha\e progresstul in lessening the impact of these flaws. Statutes 
in New York and Ohio' now require multidisci|)linary deter- 
minations of the need for guardianship, as well as mandatory 
j)eriodic re\iews of its continuing need, and new limited restric- 
tion-|)rotection levels of guardianship. 

Furthermore, guardianship statutes typically require only 
the certification by a psychiatrist or other physician of the 
general clinical statuses listed in the statute, despite the fact 
that a person's being mentally retarded has nothing in itself to 
do with the need for guardianship. 

In addition, e\ce|)t in the few states which authorize some 
\ariety of '"agency guardianshif)," establi.shing the guardianship 
relationship depends on the existence of a volunteer guardian. 
For many mentally retarded citizen.s, particularly those institu- 
tionalized for a long time, no one may be willing to take on 
this role. 

Where is the law headed with respect to guardianship and 
its numerous failings for mentally retarded [lersons? Slowly, 
current trends are indicating four basic .shifts in the guardian- 
shi|) laws in several states."* 

First, the law i' dropping the presumption that mental 
retardation alone requires a|)pointing a guardian. To justify 
a|)pointing guardians for those few among mentally retarded 
persoas really requiring thi> extreme [irotection, the law i.s now 
demanding multidisciplinary evaluations. These evaluations 
will tend to focus on the adaptive behavior of the indi\idual in 

3 Nvw Virk Siirro^.itf*". (,ourt !*rorr(iiire Art. SS 17SO-1754; Ohio Rpxi-ed Codr, 
sertioiiH Sll9.kS-Sll9 89. 

•^Colortulo. Ma««««a('lni««rttH, Ni-bra««ka, NVw ^oik an<i Ohio. 
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the community, rather than on the general medieal-clinieal 
categorization. Second, the law i*^ slowly backtracking from the 
"either-or" charactei <»f prcMMit appointments and endeavoring 
to tailor the appointment more to the specific needs of the parti- 
cular individual requiring guardianship. Third, the institution 
of guardianship will take on ^^erv ice-procurement and option- 
creation functions, with *V>tate preservation," the classical 
guardian>hip function, falling far into the background. Last, 
guardianship will be perceived not as a permanent relation>hip, 
but as a protective deviie brought on by >ocial necessity f«)r 
limited pre.stated purpo>e> and for limited period> of time. The 
bnrden for justifying the continuing need of guartlianship will 
never fall on the mentally relar(h'd person him.self, but on the 
guardian. Further, the decisioris of the court and the guardian 
will be >ubject to formal periodic review. And mo>t <^tates will 
no longer authorize certain powers currently exercised or exer- 
cisable by guardians. Generally, these limitations will be in 
areas where vital intere>ts of the ward are put in serious and 
long-term jeopardy and where objective deci'^ion-making on the 
part of the guardian is nw<{ difficult and U'^ually based as much 
on general social factors a< on consideration*^ of the ward's 
welfare, \reas of traditional guardian-prerogative being cur- 
tailed include authorization of medical experimentation, parti- 
cularly v\hen unrelated to the individuaP*! specific needs Meriliz- 
ation, abortion, and institutionalization. 

IMPLICATIONS FOR THE FUTURE 

l^ast'd on wliere the law ha*^ been concerning the rights of 
mentally retarded perM)ns and where it appear-^ to be today, 
some forecasting of the future situati(»n of the law «ieems war- 
ranted. These forecasts can be framed in terni*^ of broad prin- 
ciples with implications for law reform, for the ''helping pro- 
fessions," and for advocacy. 

(1 ) The Liberty Principle: Any restriction of the individ- 
ual is suspect, regardless i)f the nature, label, or motive of the 
re>triction. Any restriction must be to the minimum degree neces- 
sary and for the }-hortest pos>ible duration. Ultimately, none 
should be countenanced for any person, let alone any class of 
persons. 

(2) The Self 'Determination Principle: Advocacy ulti- 
mately aims to assist the indiviilual to create and exercise 
options, within whatever capabilities \\v ossesses. 




(3) The Developmental Principle: An iiuli\i(lual can 
grow; the function of advocacy should stimulate individual and 
social change and assist the individual and society in accom- 
modating to this change. 

(4) The Individualization Principle: All law and social 
policy is grounded on the individuality and the worth of each 
human being, regardless of his handicap. 

In short, the law seems to be driving toward a goal of 
broadening th** o|)portunities of every individual, regardless of 
handicap and allowing him as much responsibility for the 
course of his life as his inherent and learned capabilities |)ermit. 
Therefore, advocacy must strive toward the enhancement and 
full use of this conce|)t, this new right to res|)onsibility. 
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CHAPTER V 



THE GOAL OF INDEPENDENCE 

by Jennifer Howte ' 

As a nation of pioneers we come from a tradition built on 
conquering new territory. Essential to the pioneer spirit is the 
will to set difficult and high-reaching goals and to apply human 
energy, time, and resources until the promised goal is achieved. 
This process has been re[)eated again and again in our history, 
and in most cases a goal, once established and agreed upon ,is 
accomplished. Exaniple> of recent success in goal achievement 
can be found in the fields of aerospace, corporate industry, and 
military weapons development. 

In human services the same pioneer spirit appears in national 
goals such as conquering polio and cancer, providing medical 
services and income maintenance for the poor, aged, and dis- 
abled, and equalizing educational opportunities for handicapped 
children. 

The field of mental retardation i-^ now responding to a 
national goal of deinstitutionalization. This goal mandates thpt 
the community should possess service programs which will event- 
ually eliminate placing retarded individuals in state institutions. 
This goal also calls for returning mentally retarded individuals 
from large in^titutions to their respective communities. 

A change in service location does not, howe\ ^r, necessarily 
guarantee greater well being. Concomitant with the goal of 
deinstitutionalization, current expectations about the potential 
of retarded persons must be examined: toward what ultimate 
state of well-being are retarded citizens being directed in the 
community? This most crucial question demand.^ dramatic 
changes in the expectations of the public and of many persons 
in the field of retardation. These expectations concern the quality 
of life we allow ourselves to envision for the retarded. Stated 
in a different way, what dreams and plans do we liave for those 
people on whose behalf we have cho>en to advocate? What ulti- 
mate goal do we envision for retarded individuals? 

An examination of many of today\s institutional and 

* Thr author wi-hr*. lo <'Xpr«x-» hrr lnH^bt^^^nr•.^ tr) Mr, Kinp^lcy Ro**<5 for many 
of thr conrrpt** in the papiT. 
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comimiiiity progiaius sii*r^c^ts that iiiaiiilainiii^ the blatub quo is 
aljoul the extent of our \isioii. I >m*!i a status quo model of 
services has thrtr major philosophical implicatitnis, all negative. 
The niO(h'r> nature aij^ues agaiiisi change aiul development. 
Further, a ^^tatus tpio model nurture'^ a foeus on tlisability, since 
the (hsal)ility of retardation is the reaMm for pro\i(hiig services. 
FmalK, for reasons of eflii iency and economy the model allows 
for the fewest siM \i< es to he (h'livered to lar^e groups of institu- 
tionalized clients. Because a service sysimi designed to main- 
tain the >tatus quo will maintain the status <|uo, this model of 
srrvires dictates a goal of (h'[ieiuhMice for clients. Therefore, 
peisoiiv vvlui ever needed s^Mvices would always need them. 

If we are going to shed this entiapinent which can occur just 
Us well in a umiinunit) •^^•ttiIlg as in an institutional setting, a 
new national goal must he shape<l, articulated, an<l applied for 
retarded citizens. This troal nmst carry a new set of assumptions 
upon v>hi(h to hnild a ^ervire (hdivery mo(hd, and it must point 
toward future ac tions and (Hre<tions. 

A NEW NATIONAL GOAL 

What ultimate goal should we advocate for mentally re- 
tardetl persoii>y Iridrprndrncr. The same iiuh'peii<lence we take 
for granted. 

For Us, such iiuh'peiuhMice means being able to 

• participate in a variety of physical activities and sports 
iiu huling swimming, howling, volleyball, and skating 

• eat our meals with relatives and friends in a family style 
atmosphere 

• eat III a restaurant whenever we cho(»se with(»ut receiving 
assistance in or(h*ring and paying for our meals 

• ( hoose and pun ha^e our own chithing and make deci- 
sions about appropriate sizes, cohir, style, and co^t 

• a^^unie responsihilit) f(»r paymg our rent or mortgage 

• pay fi'deral, state ami local ta\e> 

• I'litei into iehitionship> with others and have an oppor- 
tunitv to shai<» barlings with fri<'nd> 

• work (ompetitively with others in a factory, office, or 
work eiiv in»nmerit 

• earn at least a minimum wage to be self-suporting 

• u^e the public transportation avaihible in our c«»mmunity 

• plan for an<l take 'vacali(»iis 

• know when to call a [M»li(e (officer f(»r assistance 



• arrange for medical and dental checkups when necessary 
and to provide for our own medication 

• read newspapers, periodicals, and watch television news 
programs to follow current events. 

• exercise our basic rights including the right to vote. 

ACHIEVING A GOAL OF INDEPENDENCE 
FOR RETARDED INDIVIDUALS 

If we adopt the proposed goal, we must also establish a 
method to account for the progress of retarded individuals 
toward the goal. This method must recognize that retarded 
individuals function at different levels of capacity for independ- 
ence. These levels may range along a continuum from complete 
incapacity to a full capacity for independence. 

Although these levels of capability are difficult to define, 
one can project a desired level of independence for any person 
in relation to his physical, economic, and social functioning. 

(1) Physical Functioning — Mobility: 

The fully capable mentally retarded person will inde- 
pendently use all available public and private transportation 
without assistance. 

The less capable retarded person ran use public and 
private transportation but may depend upon some occasional 
supervision and direction. 

A person with quite limited capability can use public 
and private transportation with supervision. 

The least capable retarded person can be helped to 
him use public and private transportation. 

(2) Economic Functioning — Work Skills: 

A fully capable retaided person can engage indepen- 
dently in competitive employment and earn a living wage. 

The marginally capable retarded person can work in 
a sheltered employment situation and may earn a living wage. 

A less capable retarded person can participate in 
work and earn some wages, depending on his productive ability, 
in a workshop or activity program. 

The least capable retarded person can he helped to 
perform some rewarding tasks. 

Such a classification allows one to identify distinctive levels 
of physical, social, and economic functioning among all mentally 
retarded persons. One mu>l take into account these varying levels 
as starting points but must, at the same time, stress that almost 
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any person^ current level of functioning can develop toward a 
more nidependent level. 

A unting for an individual's progress toward the goal 
of independence niu^t, however, occur in more detail than a 
Mmple assessment as above. An individual'.s current level of 
capacity for independence mu>t be assessed in terms of the 
separate skilL- that constitute his current level of social, eco- 
nomic, and physical functioning. All three of those areas should 
be considered equally since they are interrelated and can all 
affect a person's ability to live independently. 

Different levels of functioning may he viewed as a com- 
posite of a person's acquisition of certain skills. Therefore, to 
chart the movement of a retarded client from one level of func- 
tioning to the next, one nmst chart the existence and ac(juisition 
of certain skilU. In this way one can develop and monitor a 
rneaningfnl plan of service for each individual. Further, services 
|>rovided to retarded clients can be accounted for in terms of 
what changes occur in the client. 

After a person's level of functioning has been assessed, the 
skilU he needs to function independently can be identified, ami 
appropriate services to develop those skilh may begin. Through 
this approach, one can identify and develop those social, eco- 
nomic, and physical skills necessary to move a person from a 
level of dependence, semi-dependence, or marginal indepen- 
dence to a level of complete independence. 



STATE EFFORTS TO ACHIEVE THE GOAL 
OF INDEPENDENCE 



Several >tates, including California, Florida,^ and Nebras- 
ka, are currently trying various methods to measure the effect of 
services in changing client skills. The assessment efforts center 
on the concept that retarded persons need to acquire certain 
abilities to perform certain functions necessary for a successful 
existence in society. Therefore, a meaningful service program 
should identify the skills which a client lacks and develop those 
skills to the fulleM extent possible. Inherent in the approach of 
each of these states is a goal of independence, and further, the 
implication of a developmental model. The California ap- 

2 Fnr^ mfornialion .ibout the Florida tnnM, wntp for **The Dtrrriinns for 
Flnrulii*s Retarded Cnizrn<\ Dujsion of RrtdrdatJon, Florida Ih'pnrtnirnt of Hralth 
and Rehabilitati\«* Sonhrs. Tallalla•'^^(^ Florida. 
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proach ^ wa.> developed on the premise that current methods and 
standards of e\a!uating service*; for retarded persons are inade- 
quate. The>e method^ fail to specify whether a program success- 
fully solves a specific problem and what progress th? individual 
make>. 

The (California method perceives mental retardation as a 
continuum of functioning ranging from complete dependency to 
independent functioning. Dependency is characterized by the 
need for total specialized services such as for profoundly re- 
tarded, nonambulatory persons recei\ing 24-hour care in a 
slate institution. The other end of the continuum is characterized 
by completely independent functioning which re\eals no func- 
tional or behavioral diflerence between a person once identified 
as retarded and a '^normal" person. 

The California approach has attempted to identify those 
skilU and functions necessary for independent functioning. 
These areas include self-help skilLs such as ambulation, eating, 
dressing, and personal hygiene; communication skills, com- 
munity liv ing skills such as money management, use of trans- 
portation, and participation in recreational activities; and be- 
havior problems such as aggressive or destructive behavior, 
withdrawal, and excessive dependency. 

\iy <lefining those skills necessary for independent func- 
tioning, thi> approach provide*; a method of setting goals for 
each retarded person and then of evaluating the results of 
program efforts. The skilU nece<;sary for independent living 
which an individual does not yet have can be identified, and 
goals for developing tho'^e skills can be established. 

Nebraska has developed a smiliar approach to the evalu- 
ation of ser\ices provided for mentally retarded persons.^ This 
approach is designed to measure how well the need*; of clients 
are being met and to determine how well 'service providers are 
functioning. 

The Nebraska method, like the California approach, defines 
those beha\iors or skills necessary for independent living. 
Tiiese include self-management skills such as grooming, eating, 
and personal hygiene; communication skills, interpersonal 
skilU such as group participation and interaction with others; 
environmental structuring skills such as meal preparation and 
money management; environmental access skills including using 

Tlir ( alifornia nu lhojl 'in<iivniuah/f'<i Data Base," nn<l information 

may hr oht.nned b> wnliTiji to Alan Boro««kin, Ph I) , Pa« ific State Hospital Researrh 
Group, IM). Box lOO R. Pomona, California, 9l76f). 

* Community Rrj»iona! S-rvM rs drvrlopfvl tlio "Nebraska (,lient Progress System'* 
under the diriM tion of tin* St.ite Offire of Mrntal Retar<lation, Nebraska Department 
of Public In*.titutions I.m<o!n, Nrbraska. 




the telephone ami public iran^'porlalioii, and employmenl s>kills 
including work quality and per>i5>tence. 

This method as>es6e> each person in terms of his ability to 
function in eacli of the areas defined as necessary for indepen- 
dent living. As a result of this assessment, the method identifies 
areas* of need and begins appropriate programs to develop those 
skills. This approach can identify gap.s in services and duplica- 
tion of efforts and can objectively measure and evaluate the 
effect of programs on individuals. 



IMPLICATIONS OF ADOPTING 
THE GOAL OF INDEPENDENCE 



An approach which identifies and develops those skills 
necessary for independent living can help a retarded person 
toward the goal of independence. National adoption of this goal 
would affect the planning of services on federal and stale levels 
and the delivery of services in local communities; most impor- 
tant, it would increase the ability of retarded individuals to 
participate as independent members of a community. 

Dcrniphasis on the \eed for Life Support Services. This 
approach would obviate programs which provide only life sup- 
port service-^. Iiwtead, all programs would aim toward growth 
and development of those skills necessary to achieve inde- 
peixlence. For the retarded individual, this approach means that 
the services he receives will be designed to increase his level of 
functioning rather than maintain him on a certain and often 
permanent level of activity. 

Reduction in the Labeling Process. An approach which 
assesses tho^e criteria necessary to achieve independence does 
not use a relative IQ score to determine potential level of func- 
tioning. Instead, the method focuses primarily on those social, 
economic, and physical skills which individuals have or will 
need to achieve independence. Plans for a retarded person's 
future development will not be based on an IQ level, which often 
implies a static c'»n(lition with negative expectations. Instead, 
each retarded person will be recognized as having varying 
degree-^ of abilities and having indiviiiual needs which can be 
developed to achieve independence. 

Activation of a Developmental MIodeL Programs aimed at 
achieving inc^ependence use a developmental approach in pro- 
viding services to mentally retarded persons. They will be viewed 
within a framework which recognizes and encourages the poten- 



lial for growth. A dyiiaiuic and growlh-orii"iUtul approach ihub 
replace> Iradilioiial modi'L whidi ofleii implied inabilities and 
liniilationsi. Such an approach will aflVct the way a retarded 
per^on \ie\v> hiin>clf a;- well a^ the way family members and 
the general community perceive him. If an individual lacks 
ceilain ^kdl> to b«" indepeiulent, the appioach aim> to develop 
then. M) that the retarded person can achieve the highest level 
of independence. 

Motivation and Direction for tlir Retarded Individual. An 
ultimate goal of uuh'pendence can nioti\at«" and din"( t a retarded 
individual and lend i ^en^e of purpose to \v> family and friend^. 
The stated goal implies that retarded individnaK can develop 
skills to live more independently if they receive appropriate 
resources. The goal clearly define^ a purpose for each program 
and i)rovides direction for our eflort>. TK\> clearly defin«"d 
approach >how> the retarded individual and his family the level 
on VNhich he i^ functioning and what ^kilK need to be developed 
lor independence. Programs of serv icc^ thii«^ become more under- 
standable and purposeful because the family and the individual 
know what thi"y art' working toward. 

Recognition of Individual Competence. This approach 
replac«"!s the more traditional attitude of incompetence as^o• 
ciated with retaided persons and recognize^ ihe abilities that a 
retarded person has or can develop. Thus, the adoption of this 
goal vvill replace a negative attitude with a growth-orienlt'd one 
which leaves room for and indeed encourages active {)articipa- 
tion by the rt"taided person in decision-making. 

IMPLICATIONS FOR COMMUNITY AGENCIES 

An approach which can assi'^^ an individual^ level of 
fuictioning and can identify tluwe areas needing development 
to achieve independence ha> dinrl implications for community 
agencies involved in providing siTvici'^ to retarcled per>o!i>. 
When one consider'^ M)nie of the constraint^ on serving individual 
client^, such an approach si'em> especially important. 

The^e constraints mostly relate to the types of funding 
and to cati'gorical resource allocation patterns that have emerged 
over the la>t decade. The current pioblem of resource alloca- 
tion ari>i> from the administrative realitie- of dealing with 
special target gioups and the models that hav(» evolved for 
categorical funding. For example, administrative reality may 
be ba^i'd on population characteristic^ >ucli as urban, rural, or 



57 



ERIC 



suburban. Bui honiogfucily of population cliaracleri^stics does 
not mean a homogeneity of problem:^. Special [iroblems asso- 
ciated with tills model of reality aie (haracterized as ''ghetto" 
or rural-i>olaled, and service project funding de|)ends on meet- 
ing the needi5 of individuals in these settings. 

Income le\el of clients provides another type of adminis- 
lrati\e reality, becau-e of the categorical em|)hasis on using 
funds for services to low-income clients. From this model arises 
a dual service system, es|)ecially in the area of medical services 
for clients who can afford medical treatment and those who 
cannot. Anyone who compares |)ul)lic health services to those 
offered by |)ri\ale |)hy-icians can see the inequality of this 
sy>tem. 

Another type of administraJi\e reality is based on neigh- 
borhood, city, or county hoiindarie.s or agenf:y delineation of 
service areas or districts, in which these zones may impose 
criteria for eligibility for services. 

Superimposed on these criteria for services are the types 
of con-lraints as>ociated with the way agencies traditionally 
evaluate and account for service^. Specifically, agencies account 
for services in lernis of dollar^ spent, types of persons employed, 
types of facilities u>ed, and number of clients served. Yet none 
of these indicators really identifies what happens to the client 
after he receives the service. The implementation of the goal 
of independence will affect the way a local agency assesses 
retarded person--, the method by which it provides services, and 
the manner in which agency efforts are evaluated. 

Dvvvlopin^ More Individualized Programs. To implement 
the goal of independence, community agencies will begin by 
assC'-sing an individual's needs and the skills he requires to 
function in<lependenlly. \fter identifying the^e needs, the local 
ag«Micies can plan appropriate individual services aimed at 
developing skills. The^c services will recognize retailed persons 
as individiiaU with varying degree^ of skills and provide for 
the developiiHMit of abilities e^^ential to independent living. 
Thus, the valuable service-* provided by the agency will be 
individualized servi("e^ rather than broad, geiierali/.ed programs 
directed at group'* \ f ( lieiils. 

Bvttcr Drrision-Making A ferric y Administrators. This ap- 
proach should allow admini'^lrator^ of community programs to 
make decisions more eff»rlively, a^ they r«'ccive ongoing data 
relating to the individual dieiilV needs and abilities. \\y being 
able to identify individual needs and progress, the administra- 
tor should be able to recognize gaps in program^ and services. 
Therefore, he should be able to make more appropriate decisions 
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about allocation of manpower and loources and the direction 
of future program dcM^lopment. 

More Efjrctivc Eialuation Methods for Local Agrnciei>, 
The method implied in the goal of independence for mentally- 
retarded persons will require that agencies identify all measur- 
able ^ikilK nece>sary for independent li\ing. E\aluation of local 
prograii efforts will then focus on the number of individuais 
who have achie\ed independent living and the number of skills 
nece>sarv for independent li\ing which ha\e been dev( loped. 
Through thi^ improved method of evaluation, program adminis- 
trators can identify those areas of program^ providing effective 
services , J tho>e areas not achieving; their objectives. The 
improved method of e\alualion will result in the development of 
improved ser\ices lor retarded per^or^. 

Clearer Direction for Local Agercx Efforts. If a local 
agency adopis an ultimate goal of independence, it must objec- 
tively consider and plan individual j)rograms and allocate 
its resources effectively ^o that il can carry out the programs. 
All programs v\ill have a <ipecific purpose and will be directed 
toward the ^ame goal of achieving independence for retarded 
persons, 

SI MMAKY 

We are currently roponding to a national goal which calls 
for dein>titutionalizing retarded individuals and subsequently 
returning them to the community. No one can deny the impor- 
tance of such a goal and its potential effect on (he life of a 
retarded per>on. But this return to the community should be 
guided by the piomi^e of new opportunities for positive growth 
and rhange for the individual The goal of independence will 
afford >uc\\ opportunities and can bring many po>itivc results 
for progr^un eK)pment, mai igement, and evaluation. Through 
the skill assfssfiienl approach suggested earlier, information on 
earh iM(li\i(lual client can help in building individual prescrip- 
tions and managing programs. Further, programs can be evalu- 
ated in their most important dimensions; What changes are 
occurring in the client as a roull of the program? 

Above all, the goal of independence promises far-reaching 
benefits for the retarded per-oiis themselves: Within a frame- 
work of independence the retarded person must be viewed as 
an individual with certain skilK at hi^ own level of competence 
who, like m si of us, is working toward a goal that wdl bring 
about a belter (]uahty of life. 
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CHAPTER VI 



A PARENT SPEAKS 



by Lotte Moise 



What made our small house in rural Western America 
into a home? What insights did we — a father, a mother, and 
three children — gain so that our home worked and we became 
a family that 'hangs together'? 

Barbara, our third and handicapped child, contributed 
significantly to the subtle changes in our heads and hearts — 
changes which have taken twenty years to come into clear focus. 

When she was born we were a rather achievement-oriented, 
middle-class family. Intelligence was expected; stupidity was a 
dirty word. We were hardworking, super-responsible members 
of the community — never too busy to put up downtown Christ* 
mas decorations in a howling gale or preside over the PTA. 
Karen and David, at the ages of four and two, lived up to all 
our expectations in line with Gesell and Spock. Then Barbara 
was born and changed the tenor of our home. Karen was the 
first to voice her doubt when almost accusingly she asked me 
one day: "Why doesn't our baby DO anything? Keith (our 
friends' baby) rolled off the bed today." And this was the 
beginning of months and years of doubt, ("She'll be okay — 
My cousin didn't walk until she was three") — guilt ("Maybe 
that rash I bad last yea'^ WAS German measles and I should 
have checked it out") — fear ("What will become of her when 
she grows up?") — resentment ("Why did this have to happen 
to us? I had such plans for our lives") — prayer ("Dear God, 
if only she'll learn to talk, please!"). 

There were times of terrible tension. While I was aware 
of Barbara's noticeable early deficits and wa?^ soon to be caught 
up in the rigid clinical prognoses of the early 1950s, Al, the 
papa, seemed to be dodging the problem Y / refusing to admit 
that anything was wrong. "Don't be nervous," he'd say, "she'll 
catch up if we work with her hard enough.' I remember many 
a furious argument when I defended the reality of her physio- 
logical impairment and could see only limits in her future, 
while Al deftnded his irrational belief in unlimited potential. 
Barbara, in the meantime, responded to the warmth of his love 
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aiui o|niniiMii and >quirmed ec^latically whene\er hi' came into 
her i\iii«>;(» of 

\\V luckily had good allies to help us o\er the rough spots. 
Our 'pmiiaiy phy>iciair was frank, warm, and supportive and 
V iru u i\ hini. Karen and David heard the simple advice of 
Ba. jjtaV pediatrician who said "Help your lister grow, but 
don'l help hei too nnn h!" 

Slowly at first, but accelerating all along, Barbara taught 
us to listen to and learn about her needs. Like a Jack-in-the-box 
she popped out of the confines of the 50-IQ trainable cubby- 
hole and blew all my neat professional pre-conceptions, labels, 
and limitations to the four winds. And with these restraints 
gone, I can now recognize the SIX R's which helped our house 
become a home. 



RIGHT TO RESPEC i 

Respect means "vKiue" — "to be worthy of esteem." Be- 
tween mates in marriage it is considered a solid plank and a 
foregone concliKsion. Respect can grow, even when passion and 
romantic lo\e ha\e cooled. But how about the children? Although 
we cuddle and love, bathe and feed, spank and tease, and play 
and help with homework, is it ever too early to express our 
respect for them? 

Once I came into Da\id\s r^om and found him sitting, 
just sitting, on his bed and doin^ nothing at all when he was 
supposed to be changing his clothes. When I burst out angrily 
with my displeasure at his apparent laziness, he looked at me 
earnestly and ^aid: "Mom, I need to 1 ave some time to think." 

Karen, the A student, doggedly tried t(» overcome her poor 
natural coordinaticm. Starting with her tiny two-year-sized tri- 
cycle, then stilts, later a bike, then tumbling, diving, and master- 
ing her big stubborn horse, she irritated us to a point of anger 
with her persistence — until we rec(»gnized why and how valiantly 
she was stri\ing. 

I only h(»pe that we spoke clearly of our respect to them, 
for all children need such s(»lid stepping stones (»n their way to 
self-esteem. 

Barbara's geared d<iwn rale of progress led us naturally 
fr(»m taken-f(»r-granted high e\p< .^tati(»ns to generou*^ praise 
and applause. I still ee her — age two years and three months, 
feet straddled wide, hands clutching the dips of her coveralls 
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— lakin«; her lii>t rral ^Irp^, That and each new word in her 
limited \o(abulaily became causes for family celebration. 

And from this we graduated to a dimension of respect 
which >ur|»ri>ed u^. We dl^('()\ered that Barbara was aware of 
her handicap and that, if we truly ie>pecled her as a human 
beinjj; WITH her impairment, we owed her frank explanations 
and di^('us>it)n^ of her handicap and its implications on her life. 
We aKo reeopnized that not long could she live her life as a girl 
without an awarene» o( boys and that true respect of her as a 
human being would grant her the right to a heterosexual life. 



REGARD FOR OPINION 



Regard for dilTerences of opinion was not easily come by 
in our mariiage. Broad areas of agreement existed in our rela- 
tionship, such as in politics, money management, and music; 
Bl T we disagreed on ^uch sensitive issues as whether claiming 
a \eteran's exemption is honorable or whether children must 
eat hot oatmeal e\ery morning. At first we thought we must 
present a united fnnil to our children on all issues, and we 
expected them to e( ho our opinion*^ in important matters. 

SHOCK! They (li(hi'l. David, the product of two parents 
who had taken an acti\e part in World War H, wa^ an avowed 
pacifist al agtMMghl, and at ten he caused a hot discussion around 
the supper table when he challenged the value of daily pledging 
allegiance to the flag. DilTerences of opinion became the order 
of the day during the children's adolescence and ranged from 
hitchhiking to holpanl^, from beards to booze. Then we began 
to recognize that home i^ a good place to air your views, be 
they e\er so outrageous and shocking. Barbara soon joined the 
dissonant choru*^ by balking at baths, wanting to grow her hair 
long, and -«laling that ^he haled school and home, (gradually we 
began to hear each other out — to listen — and to accept, X-^ we 
heard tuir chddrenV difTcrenl opinions on a variety of suhjecl^, 
we learned that they were indeed widely differing people and 
that we had io prepare them for life in an ever-shrinking world 
of infinite variety. 

Many ''normal" young people came to our ''Youth Hostel" 
during those year^. It soon became apparent that these visitors 
did great things for Barbara's self-esteem, for she felt one of 
them. Many young people became profoundly moved bv her, 
and some cho^^e to enter a field of human services. 
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ROOM FOR DIFFERENCE 



Our hoim- wa> vvdl ir^^ulaled during' the children's early 
years - regular iia|)s, regular chores, much urging on regular 
elimii..nion, and alnuM iron-clad bedtime hours on school nights 
— nntil r«rbara came along. She seemed to crave irregularity 
and noticealdv blo>K)med whenever we packed her with us lo a 
potluck .su|)}nx or school program. Late bedtime hours and 
strenuous tri|N seemed to .s|)urt her rate of growth, and in this 
way we began an informal program of '^infant stimulation." 
It was scanty and ha|)hazar(l. At times the busy mother of a 
three and a five-year-old wa> glad of her quiet child. Looking 
back on those years I wi^h that Barbara could ha.e had then 
the kind of preschool program we can provide now. We also 
.stund)led onto an awareness which I now recognize as a 
"de\elo|)mental profile." While she was slow at gross motor 
skilK ^uch as rrawlnig and walking, she did an excellent job of 
feeding herself at an early age, and she had an uncanny under- 
standmg of com|)licated record players and operated them more 
competently than her sister. She spoke late and unclearly for 
years, hut had a highly de\ eloped -ensiti\ity for people's moods, 
and a startling extra-sensory quality. As we reinforced her 
assets to bridge the ga|»s of her deficits, we grew in tolerance 
of each other'^ short suits. It became acceptable for Mom to be 
poor at sewing and dense at threading movie projectors. Karen 
was rated as slop|)y, but a venturesome cook. David's spelling 
was purely f)h(metir, but he was a fine mechanic. Father — well 
— father remained '|)erfect'! Our hou^e — furnished in a variety 
of styles, textures, and colors — was beginning to have space for 
tliffereiit people, too. 

RISK-TAKING 

On »he day Karen climbed up a tall slide for the first time, 
1 ex|)erienced my first pain of risk-taking. At the bottom I could 
.su|)|>ort her. Then she was out of my reach. She teetered on the 
lo|) rung— then sat and looked fearfully the long distance down 
— then back at me. I would have climbed up and brought her 
down again, but already other children were impatiently waiting 
for their turn. So down she slid. Triumph reigned, and I knew 
then that other moments just like this one were waiting for me. 

There were many. She and her brother left for kinder- 
garten— they spent a first night with a friend— rode a Grey. 
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Iitiuml l>us alotic- -wnil on iIkmi lu^l (lal<» in a t*ai — diiveis' 
W htil iiitui*' il tmii'li litiulri U) watch Haibara lake 
cliancc^y Siiu e "iioirnal ' ( lulduMi had cotulilKJtird to >U(r(»^^, 
Baibara'^ dia<;nnvi^ of menial tetcudtition liad MiUcd into 
expetlinj? lailuic. Once wc icc<j<;in/cd lluil iNk-lakin;; i*- e<-M'ti- 
tial for leaininj:, wc wen* lustier al)l«» \o lei ^(j. So ?lie learned 
to li^lil her father'^ |Mt)e and laler ihe fin* in the «;rale. To j^o 
on errand^ to tlu* tieij^hhoi cHid latei on the (iie\hound hu^. She 
swnns in deej) water and jiouis hot (ollee. Moie ner\e-i ackin^ 
leainin*'^, Mich a^ cio--in^ hn^y inter^er tion^ and ridin»i eM'ala- 
lur% we d(de«rated to M)tn«'otie le-^ |)«M^(jnally in\olved. Of 
eonr>e we woti\ that someone ini^ht hint her feelin^^, cheat 
her when -he shoj)-. or take a(l\anta«ie of her tin^tin<; alTection; 
hut we aKo retoj^nize that we cainiot let Ol K woity hecotne 
HKK >lrai«:htja( ket — that we nui-t not ( heat her of her rij^ht lo 
failnre, which i** a<- itHe'^ial a cotnponenl of growth ^nc^ e-v. 
For Barbara wa- h'arninj: about freedom and the li^k^ it cntaiN. 
She mo>[ clearly exj^re^M'd her «)wn fe(din<;s about ihi- when -he 
was sixteen. \ fiiend of ihe family had died, and it wa^ a fii-t 
arul \erv U|)settin«; e\|)eiien<e for Haibara. We e\|)laine<l a> 
well as we <'(mld and hojied that ^he was feeling better. \ few 
weeks later sh(> and I were haxin^ a i ound-and-round. I na^j^^ed. 
She Italked, and suddeidy -he lookeil al me ami a-ked: "When 
are \(Mr jjoin^ lo die, Mutmrn 1 wa- -hocked. She wa- w<)ti\- 
in«^ about the one condition whi(h we catmol chanj^e for oiii 
haiidi<a|)|)ed ihildien. \- f fuit mv arm- around her -boiildei. 
I a— nied lu»r that 1 wa- f«*elin«: lin<* imd -Imubl be »^ood for a 
bHi«^, lon«i linu' -"Hut whv do \(ni a-k, Hatbara?'" Her an-wei 
wa-: "Hecau-e then I will be free . . 



RESPONSIBILITY 

KKSf'ONSHMMT^ wa- an "all-cap'^ word in our house- 
hold. It a|>|die(l lo daily -cho(d attendcnice, Sunday School, 
scout meetin;^-. and concert-. \ pronn-c^ meant total eonuuit- 
nient, WV e\|)ect(Ml ou; <lnldren t*) abid(* by our standard- ol 
ie-ponsibilit\ , In de-|).M ati:-n I)a\id once turned to hi-^ father 
and -aid: **Hnt what if I don't W \\T lo ^^i(tw n|) lo be as good 
y<Mi, DadI''-- and with that we leali/ed that a *«en^e of 
res|)onsil)ilily must he learned and camiot be dictat<Ml. K\t»ryone 
mu-t e\|)erienre the c( <ii-e(|uence- of itre-|)on-ibility in (uder 
lo opt f«n* the o|)po-ile. 

Of course wr uce o\erwludminjrl> ('(tncerned that I'ar- 
bara learn n'^|>on-ible aiid a|)|)ro|)riate b«dia\ioi in the frame- 
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work of our liotiu', and j^radually ^hv did. \l fir>l .she was 
clutn-y and (kMui(ii\«\ Faxorilr Itinks 1(M \\lietd<. Dolls 
fiiund llirrn^rKe^ drcapilaU'd and caul p;arnt'- di.sappeami. It 
was dif}i(ull to rrfrrrr IxMw'een irale ""notniar' oUrr brolhcr 
or >i-«U'r who took care o* iheir posM'^^ionv, and Their young 
reUirth'd -i-ler who wa< «'\|)h)rin<^ widi a venj^eanee. Later she 
learned lo h\i\e lh«Mi ihinps ah>n<:; and although she occa.sion- 
ally ^lill |)nd)e^ the innard< of liei Iran-i-lor radio, .she is 
*:ent»rally Letter orj^ani/.ed with lier per-onal belonpinps than 
the re^l of the family. 

No s«Tte| fortnida ai(h'd thi- learnin*; prore--. She wa^ 
«'\|)o-ed (o the >atne j^roup dynatnie- as wen* her brother and 
>i-fer. We prai-ed and -colded, rewarded and puni-hed, hugged 
and >panked. We learned that many roncept-« needed lo be 
explained with j^reater patience and in j;reat detail. Flip an>wers 
instead of the 1ion«'-t truth' had to be dealt with, and <till iU\ 
The n«»ed for an or(a-.ional 'white lie' as opposed to a ^black 
lie' wa< hard to explain. 

He'coniinj^ le-pon-ible invohf- many -mall slep<. From 
iruli\i(iual ta-.k^ -.uch a< perM)nal eleanline>^, takinj? messages, 
and wrapping pre-ent^, ^he ha-^ had to learn to lake part in 
gioiip-orient(»d ta-k- -urh i\< folding eloth«w, washing dishe^ and 
du-ting. Sh* i- not much of a -elf-starter y«»t, but i< becoming 
mor«» awan' (»f hei re-pnn-ihility toward the group -he li\e- 
and work- with. 

W h^m -he wa- little, li(|uor and -ex loomed as tremendous 
worrie- on the hoti/.on of her adulthood. Hut the fir-t time she 
ob-er\rd a drunk in a dow'nt(»wn gutter, .she commented aptly, 
and -h«' luT-elf ha- decided to turn down alcoholic drink.s in 
fa\or of diet cok«'-. She learned about .sex in our home in the 
<i\niV way in which we all learned — by a^^king quesli<m< and 
gctiing -traiuhtforwarci answer.-, by ()h-cr\ing animals and 
human-, and by watdiing teh»\ision. Sh«' i- well able to expre>< 
one of the mn-t ba-ic of all human need-: to have a per-on lo 

lo\«' hrr for her-elf — ju-t the way sh«» i and -he think- well 

enough of her-tdf to exp*»ct that <ome day thi- will happen. 
Our goal and hope for her i- that -he could hold up her end of 
a <irje r<» one relation-hip, that in friend-hip or in marriage. 

READINESS FOR ROLE CHANGES 

We had a letter from our -on r«'cenlly. **I)ear Al and 
I.ott«%'' it began, a-^ he told us ln> latest new-. Then came a 



^ubtlr swilch. "Ciould >(>u do ine «i fuNor, Mom, and look for 
something in niy < li^^iM, |)lea>e/' Tin* tueiily-h>o-year-old youii^ 
man, \eiy inu( h lii^ fallirrV rc^peded ( ollrague and his inolher's 
frifiul, had unroiist ion-^iy slipped iitio a foniKM, more (le|)cndenl 
role, whrre \w (alli'd inr Mom and a^krd for hrlp. 

Thf j5«M'-saw' patlrnis of maturity and (hildishne^s are 
>lra!i*:ely unpredi( taldr. Transition from ( hildhood and (le|)en- 
deiur to a(hilthood and indrpeiKhMice, latrr to old age and a 
return to iiurea^ed (h'prndenee, rarely ha|)pens smoothly. Yes- 
terday the chihheii pilrd into our hed to snuggle. Today they 
pull away from hugs and kis.ses. A few days ago the child 
hristh^l at Mom's iiisi^ieuee that she uear >nowpaiits. Today 
SHK want^ pantihose and < laiius that her legs are cold. Small 
bids for adult status may alternate with regn's^^ion into (;hildi>h 
heha\ior, hut o\erall nuM «hildreii dream of becoming grown- 
u|»>, and mentally retarded (hildren are no difTeieiit. 

Barbara b)nged for '11 IK Matus symb(d of maturity, her 
monthly p«'riod, when she wa< only «'b'\«Mi. She could hardly 
wait to be eligible for \id to the Totally I)isal)led at eighteen; 
and \>hen we a-^ked: ''Why are you >o anxious?'' ^he informed 
u< that she r«)ul(^ then help pay for i.er sister's hospital bill. 
She would be proud to ha\*' hrr own nn»ney. The acquisition 
of a non-dri\rr identifK ation card v. as also «i source of tre 
mendous pride to her. W ith Karen and I)a\id we expettc l 
adulthood, but with oin handicapped (hdd it took jolt after 
little i<dt to shake us out of our o\erprotc( ti\e parental attitudes. 

One (lav, about a year ago, Barbara ioinplaine<l of a 
little head«i( he. "Want to take an aspirin?'' 1 a^ked. alicady 
did," she replied, and with that 1 jumped all o\er her. 'Don't 
you remembei," I bellowed, "thai we ha\e a rule in this house 
that yon nnjst NK\ KK take anv medii im- without asking?'' 
fler lower lip drotiped. *'Uut 1 KNOW aspirin"— and she 
promptly went to show me the bottle. 1 suddeidy thought of 
thn-e things at r>n( e: "Mv cliild is eighteen and a yomig adult. 
I)u»ing our visit to Denmark where Ijarbara li\ed in a group 
home for a m(»nth, the diredor told us that all her mentally 
retarded residrnis learn to take their own medi( 'lie. And here 
we are planning t(» let Barbara mo\e away fi(»m home, while 
I can't unlearn my 'iii(»ther' nde." 

1 apob»gi/e(i to Baibara: ''We will ha\e a new rule now — 
a rule (or voung adnlt^— who KNOW aspirin." 

\t this point von mav sav "yes, but . . . my problems are 
qulle dilTerent"- -aiul light v«)U are. I have no illusion that 
our family^ SIX li's- ihe six f>rin('iples whi(h seem to have 
worked (av lis — will magically turn int(» a blueprint for hoinc^ 
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I'ov all familirs xMih liamlic apprd child. It uould be >mug 
and Hmidi-^li( lo a^suriir thai 1 lia\r all the au>werv. 

SoriK* fariiilirs apptMi lo lia\(» llie -^aiiir i esounrs— access 
\o m Ii(k)K, counscdor-, rnrdical sn\i(rN and >iippoUi\e nrigli- 
burs- -and (au'l iiial r ii. Marriagt^s |,a\,» vplii a\vr a nien- 
lall\ irlardrd diild. Wurni^ |ia\r ahaiidoiird cliildieii in Male 
liiK[MlaU or placed ihem in fosi,»r liornes and rarely vi>iled 
Ihc^m. Some* capalde youn^^ rt^lardt^d ladies are uol allowed lo 
walk alone l(» llu- eorriiM* mailbox. I know men and women who 
m«i\ nol hold hands. Sorne parenN forbid ibeir adult sons to 
ba\e a bi-er. ihir mother found il so o\erwb(drningly diirKull 
to leadi her rc-tarded dau'jhler lo u^e a knife and fork that 
f(/r years shc» look \ir\ to lh<» voiun Innrbeounler and ordered 
a hanibni«:er and mailed milk foi her ^upper. \^ a result, 
lb Is «i;iM s |r(»ih an* in horrible (ondiiion. I knew a youuf? man 
willi Down's Svndionie whose moiluT did nol lei him po to 
mIiooK and e\eiy tiim» we approached her she wept. Another 
yoiin^ man has nr\,T ^one to summer eainp beeause bis niolher 
fearv ibal he niij^bt ^'o iiilo insulin ^hoek. Mer (Uily (»lher eliild— 
a lalenlc^l (dder sisi,M — (Hed of diabele^ ronipliealion^. 1 remem- 
ber uit,nn«^ om- father lo allow Us to rc-fer lii^ youii^ son for a 
li»nsdle(toiiiv and adenoi I (»peialion. Th«» boy had ^i«inifieanl 
heaiiii'T lovs in both ,Mrv, and the phy-ician warned that it 
W(»uld "rrt woise. The father ran me off his land with a vlu>lgun. 
Krrently an elderly mother. h(Ms(df in a nursing home, refuM-d 
lo «ri\e permission fo, her adult son lo lea\e the .'^late Hospital 
and mo\e into a eoniinnnily that olfei- fitb^ homes and support 
pro<rrams for its handicapped citi/eiw. 

Why is it that similar problem^ challenge stmie families 
and ilefeal otbeisV \iid granle«l that il i> vo, li(»w can we Mdve 
the problems resulting from the past and pre\eiil new one^ 
from arivingV De we label families with |>roblemv "failure^'' 
and categorically place ilnMr children into comnmnity group 
hoine^, or can we ludp the-e famili«'s \iew their human ex|)eri- 
♦•nee of fear and fatigue in another li^lil? I iiforlunalely, as 
\ iigina Satir obser\e-: "Kamilv life is M>nielliing like an ice- 
InTg, Mo-t pi'ople a»e awaie of only about oiietenlh of what 
i- goin«: on.'' Terbaps the paienS' inability lo a-k for help 
or n--pile, llieir unwillingiiesN to let their haiidira|)ped cliihl 
oir the "short leash" of dependence, their need lo per|)etuate 
their disabled M»ri or daughter in a retarded or <ick or eternal 
child lole is due to a \ery pri\ate need of their own. IVrhap.v 
with ce>un-el and ^^upport tln-y can ree\aluate their borne in 
ihe light of these unmet nec^ds. The disco\ery of the cau^e of 
ihi'lr awn hurt fe(dlng^ and fi\u> may unleaNb new energies 



and the capacity ot coping with the presence of a handicapped 
family member. 

That not every family will cope in the same manner is 
essential to our American tradition. People feel that they have 
the right to raise their kids the way they want. Although it 
may have served our pioneer forefathers better than it does 
us now, rugged individualism is still held in high esteen. While 
in some areas of the world handicapped children are registered 
at birth, then followed up, treated, and provided habilitative 
programs by Government, we must first create family undei- 
standing of handicaps by public education and awareness. I 
believe such awareness i*^ well worth pursuing and will result 
in full citizen status* for our children. 
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HOME AND COMMUNITY 



CHAPTER VII 



WHAT IS A HOME? 



by Lotte Moise 



What typp« of homes do we envision in our communities 
for families with haiuiicapped children or adults? Successful 
homes for developmentally disabled persons already exist, 
scattered across this country and throughout the world. They 
come in different sizes and for persons of different ages with 
varying degrees of handicap. Guidelines and evaluation tools 
are available.^ Now we must begin to close the gap between 
dreams, scattered experiments, models, or plans — and real 
needs. If we will stimulate public awareness, generate public 
support, and demand public funds, we can have good com- 
munity homes for all persons who need them. 

Each community — be it a city, a county, a rural region — 
must prepare homes for a variety of people, based on a con- 
tinuum of growth and development. If we see handicapped 
persons as developing human beings, then they clearly do not 
need a "lifetime residence." We don't expect our normal 
children to mark time in the same place. In fact they often 
hope, ''Some day I'll get away from here to a place of my 
own," a hope which carries them through some rough spots. 
The disabled child has the same need to be assured that he 
will grow up — and away. His home rtiust be a rung on a ladder 
leading to higher levels of achievement, self-esteem, and inde- 
pendence. For example, when I asked our daughter Barbara 
for her definition of a home, she said, "Home is a moving out." 

The home must help young persons become as independent 
as possible. One of the first surprises of the Danish group home 
in which Barbara spent a month came on the first day. They 
handed lier a key to the front door! A key is a symbol of 
adulthood. In the Danish hostel each severely retarded young 
adult is awarded a room key as soon as he can manipulate it. 

^ Somr of thr^e ha\r heen publishrd by thr Arrf«»Hti'ition Council for Arrrrditation 
Council for Farilities for the Mrntally Rrtardrd in Chicago and thr National Insti- 
tute on Mental Retardation in Toronto. 
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Our iir\t ^ul|)^i^e was the fact that f^roup home in 
(riilial Copenlia^tMi was a ihree-Mory house, and the back Mairs 
weie >lee|) and winding'. In no lime at all our fearful, awkward 
gal, raised in a ^roun(lle\el tlalifornia house, learned to nej^oli- 
ale them — not one fool at a lime, but with alternate feet, and 
e\en earryin^ >omethin<; in her hand. Rivk-takin^,^ does pay off. 
In contrast, when the family care home where she was staying 
in California was checked out for (ertificalion requirements, 
the official requested that horizontal sheKes be placed in the 
glas.s paneN on each >ide of the front door. These panels were 
about eight inche*^ wide, and there was no way in which our 
husky ISO-pound, 5 ft. 7 in. daughter could have fallen through 
them. Part of our o\eiall public aw*arene>s energv needs to be 
directed at fire and licensing regulations on state and national 
le\«ds. 

SIZE OF HOMES 



In addition to (le\ eloping homes which allow for the 
growth and in(Ie|)en(leMce of residents, what are >ome of the 
other common and distinctive characteristic of good community 
homes? The first im|)ortant factor is the si/e of the home. We 
are trying to integrate our handica|)|)ed friend*^ and their homes 
into neighborhoods — yours and mine — so one of the base 
recjuirements for every kind of group home is small size. 
Experience has shown that the growth and development — the 
integration into the comnmnity and the acceptance by neighbors 
of the handica|)|)efl |)erM)n — hap|)en more successfully in a 
moderate-sized house tlian in a junior institution. In many cases, 
a normal house in a tyf)ical neighborhood can be adapted to 
its new role with minor changes. 

The number of residents cannot be an absolute figure. 
Ii may mean two children to one family and six to another. 
The potential residents of the homes may ha\e varying [irefer- 
ences regarding si/e also. Ann Shearer of Great Britain's Cam- 
paign for the Mentally Handicapped tells of the conference 
which was oij^anized to consult mentally retarded young aduhs 
about homes. At the time the (government was planning for 
twenty in each residence. The conference participants over- 
whelmingly felt (hat iiiis was too large a number and opted 
for six. 
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LOCATION 



Location of the n\-«i(leiue is the next iinporlaiil considera- 
liun. The home niu^l be clo^e to the maiirlream of the com- 
niuiiity. I know a group of young people who live in a luxurious 
ranchslyle hou>e o\erlooking the ocean — about ten mile^ from 
a small town. There is no public transportation, and the road 
is too dangerously cur\y, narrow, and heavily traveled for safe 
walking. Their work consists of making gilt items in the back 
of a little downtown store. The >even young men and women 
represent a wich' variety of interest> and abilitie*^, but they can 
only get to and from town "in lock-^tep" via their large station- 
wagon. How much better for their individual growth if they 
could learn to navigate on their own — to church or to a movie 
or to >hop. If they lived do^e to town they could learn to return 
home in time for meaN or to find their way to new parts of 
town. This kind of risk-taking could pay off in increase*! 
independence. 

In Denmark one hospital (or severely retarded residents 
is located right along one of the main thoroughfares of Copen- 
hagen. They are allowed to roam all over their Vampus' without 
restraints. There are no gates or locked buildings, ""We haven't 
lost one yet/' wa*^ the answer to my concerned inquiry ah«)Ut 
their amazing mobility, "Mealtime always s<'f'm> to bring them 
back!" I am convinced that the only way in which a ha!idicapf)ed 
person can learn his neighborhood i«5 by exploring it — ju^t like 
everyone vUi\ This dor^ not mean that the hamlicapped person, 
any more than the normal person, can do what he likes without 
regard for safety. He too can be hit by a car or drown if he 
goes swimming. It does mean that we must help him develop 
the abilil\ to make choices and then be ready to accept the 
risk of the«e choices. 

ROOMS AND FURNITURE 

For the handicapped infant and small child, the group 
home must be a home. There should be a crib for sleeping 
and a playpen to want out of, a highchair to be fed in and to 
throw food and spoons from when that time comes. There 
must be a sturdy childrenV record player and a beat-up old 
piano, and ju>t ordinary furniture which can handle an occa- 
sional natural accitbMit. There shoubl he a nice safely enclosed 
yard with fascinating things in it like rubber tires and a sandbox 
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and |M'rh<i|).> a ^wiii*!; or a shde — a halaiu iii^^ bar aiitl uii ulMaclc 
or two. 

The halaiKr l)elwerii .sl(»('|)iii<:; room-, and living arras 
dcpnids \ery inudi on the location of the hoin«' and thr ag«? 
and conchtion of thr lesidriits. A lionir in the country, ii* a 
nio(hMatr cliinatr, « an rely niorr on thr ontdooKs th<*i can a 
houM' in town. Little (hildren tend to uh' their bedrooms aioMly 
for .sleeping and require nu)re play space in the living area 
of the housr. Therefoie infants and ( hrldren can share a smaller 
bedn»om with two or three others, provided there is a large 
rumpus room v\ilh toys, physical therapy equipment, and a 
leh»\isi(Mi. For the protection of adults and other rhibhen In 
the lamiK, a (piiet loom should be leserved foi reading or 
\isiiirig. This arrarigeimMit shifts wheie the re-idents ar»' a(b)l- 
esreiii^ or adults. Then the young person nmst ha\e a choice 
in tlie innnber of roonuiiates, and the be(b()om will become a 
place in whi(h to spend more time. Tlie young adult may want 
to save allowame iiu)iiey or workshop earnings to buy a TV 
or sterec) for his room. 

The young \}vr on\s bedroom (whether it is for one, two, 
or perhaps even thn e people) should be a retreat. Silence is 
a \alual)le (ominodity in any busy houseliold. Privacy is 
everybody's light; and with adolescents and young a<hdts, the 
rest of the htm.seliold may need a dosed (bior as protec tion f;oin 
pop records. So eacli room must have a (b)or and a lock, even 
if it's the kind that can be opened witli a scre'^driver from 
the outside. 

The furniture need not differ from that '>f any other teen- 
ager's. If the bedroom is to be used as a sittingroom some of 
the time, a bed which (onverts into a coucli is nice. Since she 
was young, Harbara has had to make her bed, change slieets 
(with help at first), fold and put away clothes into her (»wn 
dresser. Slie has her own desk and used to have a diildren's 
phonograph in her room. To be able to take pri<b' in their 
rooms the residents of a home should have a say in arranging 
their furmture. Individuality sliould be valued above confor- 
mity. Wall decorations may have a tendency to get a bit flasliy 
during the pin-up and poster stage; but witli a little guidance, 
sanity and good taste will prevail in the end. In Barliara's cur- 
rent re.sideiue the walls of the girls' bedrooms were recently 
painted, and the staff have ruled that nothing shall be placed 
on them. How easy it would be to mount a couple of large 
cork hi ards so that they could put up pictures of their families, 
postcards from friends, or other bright treasures. 

Tsing a bathroom is one of the most basic self-help skills. 
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and this jom will continue to be important as the adolescent 
learns to take pride in his ap|)earanre. The number of residents 
per bathroom certainly depends on circumstances and econ- 
omics. In our own home the bathroom wa< off a central hallway; 
and when the children wt*re small, we had just one for five of us. 
In Barbara's current residence, six girls in thiee bedrooms 
use one upstairs bathroom, but there is an additional toilet 
downstairs. This kuid of sharing can provide training in patience 
and consideration. In fact, the personal interaction and charac- 
ter training of a busy bathroom in the early morning hours is 
invaluable. Unless the (levelo|)mentally disabled resident has 
specific physically handicapping conditions, he or she does 
not need a |)ri\ate bathroom. Sometimes a partition aiound the 
toilet can allow another person to u^e the tub or shower at 
the same time. All bathrooms should have locks and each 
resident must have a *^helf or cubbyhole for his own potions 
and lotions and a rod for his washcloth and towel. I believe 
that it is part of training in responsible behavior to learn to 
handle simple firsi aid equipment and household remedies. A 
special shelf can contain bandaids, cough medicine, ear drops, 
kaopectate, milk of magnesia, and aspirin. Training in this 
aspect of responsible health care can be adjusted according to 
the age, maturity, and ability of the lesident^ and will prepare 
them for aduhhood when they may need to cope with more 
important medications. 

The kitchen is |)robahly the next most |)opular room in 
any house. Again there is no need for special institutional 
equi; .nt although commercial miners are fun to have in 
any home where thercV lots of baking. Perhaps electric ranges 
are safer than gas, but rule.s can be made and enforced about 
who may strike matches, and when, and where. A broiler is 
a potentially dangerous piece of equipment, but parents and 
staff can establish the time for learning its use. Just as tiny 
totldlers and their mothers have to learn to avoid the back 
hinp;es of heavy refrigerator doors, so the per^^on v. ho is retarded 
can lean, about burners and ovens. 

Residents should have free access to »he kitchen in spite 
of the high cost of food. Refrigerators are tempting treasure 
troves to most |)eople, and padlocking them doesn't solve the 
overeating problem. Good nutrition, balanced meals and sensi- 
ble snack habits are learned better when there is /ell-guided 
access to the refrigerator. Meals should be a fun time, and a 
large diningroom table can set a family of almos* any size up 
to twelve. We started our family with good plastic tableware. 
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Later they learned to handle pottery and china with kid gloves — 
Barbara too. 

THE RIGHT TO INDIVIDUAL LIFESTYLES 

Furnishings for all of these homes will be as varied as 
the people who reside in them. Housepa rents and residents 
come in all sizes, colors, styles, and textures; and homes can 
reflect styles and lifestyles from Danish Modern to Grand 
Rapids. Some residences in Denmark are models of elegance 
and good taste, and reflect their attitude that "nothing is too 
good for mentally retarded people,** but even the Danes some- 
times wondered how these beautiful new quarters might look 
a year later. Actually, the residents took such pride in their 
surroundings and possessions that they reached unexpected 
heights of care and responsibility. We talk of the retarded 
perron's rights to education, rehabilitation, and treatment. Let*s 
not forget »^eir right to an individual lifestyle: neat or messy, 
chic or funky, straight or groovy, energetic or lazy — a little of 
all of these things, but not cut from the same piece of cloth, 
poured into one mold, all in a row! Homes must have rules 
and chores, course, but all rules should allow for exceptions 
like sleeping late on weekends, not making your bed once in 
a while, or eating breakfast in your bathrobe. 

It came as a surprise to me, sometime during Barbara's 
teens, that she did not always want to accompany me. Somehow 
I had no faith iu her ability to stay at home alone, although 
she could answer and dial the phone and take simple messages. 
I worried about the woodstove; I worried about intruders. One 
day I was nagging her to come along when she exclaimed: "I 
wanna stay home. Mummy. I want my peace!" She had to 
tell me how comfortable it feels to be alone in one*s house 
which is temporarily quiet and empty. Each home must recog- 
nize this need for privacy and the sort of "space'* which has 
nothing to do with square footage, but rather with the right 
to be oneself. And this right also belongs to our more severely 
retarded fellow citizens and can and must be expressed in 
their homes. Even the most severely handicapped person should 
live close to the community where he can enjoy the stimulation, 
warmth* and companionship of family and frriends. 

Our local convalescent hospital recently accepted a pro- 
foundly retarded young lady of 20 whose mother requested 
her transfer from a large state hospital. Angela had spent all 




of her life in a cnh. At the CorualeNceiil Hospital they lowered 
the crib bar^ and let liei- |)lay on a |>ad on llie floor. Soon she 
wa^ crawling, then walking with hel|). The old folks kept track 
of her when -^he headed for the fnuit door. Angela's mother 
came e\ery day to hel|) feed her the main meal. She learned 
to hold a >[)oon and feed her^^^elf; and after a while she >\f*\){ 
in a regular bed, all night long, for the fir^t time of her life. 
E\en the maximum care which .someone like Angela needs, 
can be gi\en belter in a le» institutionalized netting. 

Model program^ of integrated apartments, for ^^everely 
disabled [)erson^ exist in Sweden — ^with England, Canada, (Ger- 
many, and Holland [)laiuiing similar |)roje('t^. A Swedish non- 
governmental organization, the Fokus Society,^ |)ro\ides spe- 
cially designed a[)artinent^ — modified slightly from surrounding 
apartments for 'norinar tenant^. Mo>t of the Fokus tenants are 
wheelchair bound. Se\enty [)en'ent need hel|) with dres>ing and 
going to the bathroom. Thirty f)ercent ha\e to be fed. Twenty- 
five fjercent ha\e to be turned o\er in bed during the night. 
Most of them have other than |)hy>ical handicaps. But in spite 
of the severity of their di>ability these peo|)le have been allowed 
to choo>e their life>t\le. The |)roje( t |)ro\ide^ ^fici ial personnel 
and tran^f)ortation, so that they can enjoy mobility and ha\e 
access to work and Mx ial activities. Th(M' who have ventured 
out of their protective nursing homes find dignity in being useful 
members of society. Return to the mainstream of life results 
in incredible developmental progress;. 

This return to the mainstream can oidy happen if we 
orient the home outward at all time>. Residents nmst have the 
opportunity to venture forth and meet people on their own, 
not in a cluster or well-chaperoned grouf). For short-term inten- 
sive training, ad(descent grouf) homes may have hoys or girU 
only. In that case friendships with members of the op|)osite 
sex nmst be encouraged and ^ex education provided. A sense 
of responsibility does not happen overnight on one's eighteenth 
birthday. The component skilU of choosing, judging, plaiuiing, 
and deciding must be fostered i)ver many years of sensitive, 
listening, non- judgmental housepa rents. 

Only a broad base of staff persons can make a system 
of re^idences work. Parents of disabled children will rest well 
only when they are assured of a continuing system of com- 
munity residences, which, like our schooU, come with a supply 
of motivated, well-trained, adequately fiaid, and sympathetic 
staff people. 

^ Bratttfard. Svr-n ()l<)f. 'inlr^ratrd Ijvinu for thr Sr\rr»-ly Di^.ahlrrl.*' in Modch 
of Smire for the MuUi Ilaminapped idult. N<'W York- Unitrd C.rrrbral PaKy of 
Nfw York. 1973 
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For people are at the core of every home — people and 
their attitudes toward ^zch other. Kahlil Gibran in "The 
Prophet*' speaks straight to the residents of each community's 
homes for developmentally disabled persons. When he was 
asked to "Speak To Us of Houses," he said: 

"FoMr house is your larger body^ 
In their fear your forefathers gathered you too near 
together. 

And that fear shall endure a little longer. 

Your house shall not be an anchor but a mast. 

You shall not fold your wings that you may pass through 

doors, nor band your heads that they strike not 

against a ceiling, not fear to breathe lest walls should 

crack and fall down 
You shall not swell in lombs made by the dead for the 

living^ 
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CHAPTKR VIII 



CREATING COMMUNITY HOMES 

by Nathan Newman 

The right lo live within one's own community and in 
facilities which offer acct'ss to good programs as well as ade- 
ijuate care is e^sential to growth and dignity. Adequate com- 
munity re>idential services can allow a person to remain within 
his own community. The concept of the handicapped individ- 
uaW living in the community as close to his natural home as 
possible im|>lies the concept of the community as the focal point 
for the delivery of care, treatment, education, and recreation 
ser\ices. The first concept cannot easily be achieved without 
the second. 

The overriding goal of all re^^idential programs should 
be to allow the greatest possible flexibility so that the citizens, 
retarded or not, can make the greatest developmental gains. 
A variety of residential options must be available to fit the 
individual requirements of each child or adult. The retarded 
person should not be forced into programs which fail to mee; 
his needs, and if an individual can no longer |»rofit from the 
re'^idential program, he must be provided with a route out 
of the system. 



THE FACILITIES 

For this chapter, a community residential service can be 
defined as a community-based housing facility, other than the 
individual's natural home, which affords living experiences 
appropriate to the current functioning level of the individual. 
It also offers needed su|»portive programs to maintain his 
placement within the facility and to assist him in achieving 
his potential. Many types of residential facilities are possible, 
ranging from the single apartment not tied to any service or 
supervisory pattern to specialized facilities providing a pro- 
gram of intensive rehabilitation or behavior modification. Some 
of these facilities may be group homes; others may combine 




o\rini<;hl rarr aiid davlime pnij^ranis allriHled by other re>i- 
dents within the < (»ninuniily. Still others may be apartment 
complexes for those indi\iduals who re(|iiire little or no >uper- 
\ Wum, 

The philosophy that normal patterns and <'<uidilion> .should 
be a\ailable to ietarde<l persons shouhl j;o\ern the establish- 
ment of the facilities. One means to achieve this i» through the 
&lrale«;ic location of residential facilities. The area should pro- 
vide opportunities to use a variety of other public <enters for 
shoppin*!;, entertainment, recreation, and other growth-stimulat- 
ing e\perienc«'s. In this maimer, a person can learn the daily 
tasks essential to his incr«-a>iiig independeme. As the person 
expands bis world of interaction he need> to learn how to 
nin\e throughout the larger community, gaining greater auton- 
omy and testing his abilities by increasing in<lepen<lence within 
specialized facilities for the same reason that the less handi- 
capped perstm recjuires it. He should be able to wear appropriate 
clothing of the correct ^'i/r and M)me semblance of style, r ^in- 
lained in the same manner that other persons keep their < lothes. 
He should be allowed to participate in self-fee<ling an<l toilet 
training programs which will add to their dignity an<l inde- 
pendence, [le >hould receive social experiences outside of tiie 
facility to help their growth and development. He can go on 
shopping tri[>s. field trips to the beach, mountains, park, drives 
to visit family or friends, and so on. A snere handicap should 
not m«'an isolation. By liel[)ing the individual in these an<l 
similar ways, we create new perceptions for ourselves and 
others regarding the potential of all per>ons, while continuing 
\i} make available every opportunity for individual development. 

PROTECTIVE f AWS 

Kach citizen within the community has a right to protection 
from harm. Whether retarded or non-retarded, handicapped 
or non-handicapped, every individual must be assured that his 
safety and security i> considered a high priority. In safeguard- 
ing the community's well-being, the pro\i>ions within protective 
laws that relate to fire, ^afefy, and health standards are impor- 
tant. 

The appearance of the facility should conform with other 
homes in the neigh!)orliood. The physical Mructure should in 
n«) nay isolate the residence from others in the neighborhood. 
A ccmniuiiity is more likely to respoml favorably to residential 
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facllilie^ which do not conlra&t dramatically with olh*»r resi- 
dential structures. Architectural de>ign must help the facility 
blend into the neighborhood. 

For retarded |)erst)n> to fit into >ociety, we mu^t expose 
them to a "normal" life style. Any living facility should 
establish a setting which allows a normal rhythm of the day: 
awakening, eating meals, working, and sleeping at the same 
times as other members in our society. A facility should establish 
a .lormal rhythm for the week: lea\ing the place of residence 
to go to work, to M'hool, to recreational acti\ities, and so on, 
the same a.s the rest of society. This implies a separation of 
functions, becau-»e it i> not normal in our society for people 
to live and work in the same setting or to spend all of their 
leisure time in their re>idences. 

Only a carefully considered program can prevent a resi- 
dential facility from becoming a large, imperscmal quasi- 
institution with restrictions and fixed patterns of services. A 
facdity must gi\e persons with severe handicaps a sense of 
being persons. Respect for their feelings must be developed. 

Many groups who have de\eloped community residential 
facilities in the past have encountered their greatest problems 
aromul licensing requirements, zoning regulations, and safety 
codes. Kestriclion> which run counter to normalized living 
^llould be challenged. Retarded persons must not be singled 
out as a special group requiring >tricter enforcement of these 
regulations. Unfortunately, communities often misuse zcming 
regulations \o exclude persons sef*n as detrimental to the com- 
munity's way of life or its property values; these regulations 
are often enforced (irdy at the pleasure of the neighborhood 
residents. 

The public must be properly prepared to support residen- 
tial programs, so that the chances of arbitrary enforcement of 
restricti\e standards may be reduced. To do this, a concerned 
groU[) may distribute clearly worded educaticmal material that 
spells out facts about retarded perscms and the residential pro- 
gram. Informal "town hall*' meetings can allow the public to 
ask questions and recei\e responsible answers. 

STAFFING 

The number and types of staff necessary in residential 
facilities will vary, spending upon the particular program 
and the indi\idual needs of the residents. In some cases, a 
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housepamil or h<)U^e<•<>Uj)I«» might suffice, v^hile in (jlher cases, 
a j>orial worker <ir eilutalor may be involved a^ well. Some 
(:aj>eb may require no housepareiils or ^lafT on a 24-hour baMs 
(sUch diy in cooperative apartment com|)lexes). 

Retarded ( itizeiN li\in«; away from their own homes need 
the experience of per-'onal relationships, but the eniphasis and 
significance of the>e relationships will difTer for each person 
accordii'j; to his or her rieed>. The -^taff must possess the human 
qualities necessary to eiipaj^e each rp.sj(^l,.ni i„ a persoi al rela- 
tionship which brings a sense of worth, dignity, and ^elf•confl• 
dence, thu-^ helping him toward emotional maturity. In the 
course of their homemaking duties, the staff members must be 
aware of and respond to the resident's emotional development 
and his physical, recreational, and educational needs. They 
must also recognize the resident's need to form relationshi|)s 
outside the facility, and they should encourage the resident to 
do s() wh«Mie\er the occasion arises. Furthermore, the staff must 
understand that the retarded f)ers(»n has the right to choose 
the person with whom he wishes to develop a relationship. 
Programs should ^Aevi staff mt»mbers who are responsi\e to 
the needs of the residents and the goals of their home. Their 
attitude's mu^t stress the goals of integration, social acceptance, 
integrity, and dignity. They should he well-motivated and 
trained, atletpiately paid, and sympathetii . Some of the criteria 
which might Used in selecting staff include: 

Persons activr in rommunitv affairs. They provide an 
ongoing contact and informal communication network with 
»he larger ccmmmnity. This type of social interaction rep- 
resents a f)owerful and constructive public education tech- 
n que. \ well-inforr^ed and socially responsive community 
«.ill /)ften guarantee the autonomy and stability so neces- 
sary to the long-term succes*- of the residential services 
program, 

Prrsnns with rxposurr to thr social udfarr community. 
They can assist the residents in using service systems with- 
in the community. They should be familiar with the 
re<|uirem»*nts and processes necessary for the residents to 
receive services. 

Persons who have practical experience workinf^ with handi- 
capped indii'iduals or who have had handicapped relatives 
or friends* These persons are often equipped with a special 
understanding and sensitivity, difficult for professional 
f)erM)ns with limited experience to grasp. 
Persons with respectful attitudes toward retarded persons. 
No individual can develop in an atmosphere which is 
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rejecting, >litliiig, ur dehunuiiiiziiig. Tlu' >lafl" mu^l be able 
to accept the retauled per>()ii as an in(li\i(lual anil treat 
him with the respect due all persons and so es^e^tial to 
self-concept and dignity. AHording dignity means recog- 
nizing and respecting the indixidual's rights and his capa- 
city for ^elf-directU)n to the greatest extent possible. For 
example, young adults li\iiig in a community residence 
should be allowed pri\acy, u*ie of the telephone, uncen- 
sored mail, personal posM'*;si(ms, freedom of mo\ement, 
and freedom to practice or not to practice their religion. 
To the extent that an indixidual can manage the responsi- 
bilities imoKed, he should he able tti come and go from 
his home, ha\e friends \isit, ha\e appropriate contact with 
the opposite sex, and experience the normal role of an 
adult. 



STAFF TRAINING 

In many of the residential facilities the staff ha? continuous 
day-to-day contact with the residents over long p^-riods; there- 
fore their potential influence is second only to that of the 
parents. Thus, they mu^t be given every opportunity to acquire 
understanding of handicapping conditions as well as the chang- 
ing concepts of mental retardation so that thi'y are better able 
to provide a helpful and understantUng relatiopship. Whenever 
and wherever appropiiate, specializt*d cours'^s on children and 
adults w ith special needs should be pro\i:ied, u^ing a variety of 
professional consuhants. During the Twining stages each staff 
member should learn to understand the emolional, intellectual, 
physical, and social needs of retarded persons, f ocusing first on 
their general human needs and only sp( ond on special needs 
related to the particular type and degree of their disability. 

Since the staff and residents will have frequent contact with 
health and welfare agencies, the staff should known these 
agencies' roles within the community, as well as eligibility re- 
quirements, procedures, and type^ of services. Training should 
also be provided on the rights of retarded per.-ons and on their 
eligibility for benefits. Qualifying for and receiving heahh and 
financial benefits requires many forms, and unless the staff or 
the resident is aware of this, many of the residents may lose 
out on their benefits. 

One of the more important elements in a successful train- 
ing program is the trainer. I sually this role includes such 



85 



proft'>>ionaIs pul»lic health iiurse>, |>hy^icia^s, p>ychoIogistis, 
and >o forth. Although they can coiilribute much to an effective 
training [irot^rain, the ^taff alx) needs exposure to individuals 
who can recount leal life situation.s. Many of tlie staff members 
theniaehe-^ can relate incidents they have encountered with resi- 
iWnU or agencies that can be beneficial learning experiences 
for others. The staff themselves should particifiate in organizing 
training -^e-^sions -^^o they are relevant to their needs. 

Ketarded perM)iw can be very effecti\e trainers. Their per- 
ceplioiiN of the world and assessments of the programs available 
can pro\ide -»har[» insights into the areas where training is 
needed and mm \ ice ^vMenis need altering. A*^ an integral part of 
any training program, retarded |)ersons shouhl participate 
acti\ely in planning the training content. 

The acce^isihility and time of the staff should determine 
the location of training courses. Since the staff may not all be 
able to meet at one time, «e^sions may he staggered for both 
e\(Miing and chiy chis^es. \hhough the training program could 
Use various locations, they sliould be under the aus|)ifes of an 
e(hicationaI |>rogram. A feasihh' htcation miglit be an adult 
night school, wliere ongoing session*? ran meet without inter- 
fering witli other classes. This is al-o more economical, since 
atteruling a college cam|>us usually entails |)arking problems 
and e\tensi\e rost^. 

Summarizing, the foUowing are jirimary factors in imple- 
menting staff training: 

(1 ) Training structured around the goaN of the program 
(2) I sing a range of trainers from various health and 
welfare systems, community organizations, and other 
staffs; and the |>artici|)ation of retarded persons in the 
training |»rogram 

Participation of the staff in the organization, struc- 
ture, and content of the training sr^sicms 
{I) Training conducted in a setting accessible to all par- 
ticipants with resources for ongoing sessions. 
In addition to formal training sessions, the staff members 
shouhl meet reguhirly with other staff in informal discussions, 
where they can speak candidly. As is the case with natural 
|)arrnis, the staff may need an opportunity to get out from under 
the routine of the facility and sound off about the |)robIems they 
may be having with resich^nts or agencies. Tliis healthy exercise 
can \eMt frusirations and angers; and it can help one staff 
member h'arn from another how to handle specific problems. 
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RECOGNITION 



If the >laft iiif'iuhri^ are to that they an* cofilrilHUiiig 
to ihc o( \v\d\i\ci\ \)vv>im> and if lliry are lo roiilinue 

williiii the prof^raiii, they j<luHil(l rocei\e mogiiitioii. Providing 
training b«*>?i()n> and c()n^ultant^ may partially accomplish t}ii>, 
but that alone due.> not [)rovide explicit recognition of their 
.siatii>. At the completion of the training sessions, they >hould 
receive certificate^ or degrees which agencies and professional 
organizations would ofllcially recognize. 

The ^tatu^ of re>idenlial ^lalT nui>t aUo be recognized 
thnmgh just payment for their services. If they are e\|)e(*ted to 
commit themsrl\e> t(^ lhi> program, they iiuist iecei\e salaries 
comparable to tho>e of other staff within the care delivery 
?y?tem. 

MONITORING 

An active service program e\ol\es according to the ex- 
pressed need> of it.> clients. A monitoring |)roce"^s i> necessary 
to a>>e>.> whether the clients' need> are, in fact, met by the 
prog! am. lndi\idual pi ogress can be monitored through the 
adinini>tration of an individual pro«^iain plan. It should be 
(h si«Fii('d aroimd the re>ident>' current functioning level and 
needs, with concrete objectives on whi< h to focus. Such a plan 
>houl(* include ->hort as well as long-range goals, l)ut remain 
flexible (iiough to allow for change within the indi\iduar.s 
situation. 

Any sy^irm of monitoring should stipulate a [leriodic re- 
view of the |)iogress of the resi(Jent.s and eflectivencs.s of the 
program. Such a review should become a •systematic |)art of 
the program and .should be repeated fre(juently enough to insure 
that at every stage in development the resident meets the full 
range of op|)ortunities necessary for contiimed functioning. 
Since this i> the basis of the program, the retarded person, or 
his advocate, should participate in both the individual |>lanning 
and review, lie probably knows brst what he needs and whether 
or not the program is meeting these needs. 
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SUPPORTIVE COMMUNITY ACTION 



The planning of a tonimuniiy residential program should 
include a range of community leader^ especially those who can 
can and will exert genuine effort to achieve the program goals. 
Official links should be e^tablished with community agencies 
which relate to the program. For example, the local chapter of 
the National Association of Real Estate Boards could help plan 
and locate a residence or other facility. The local ARC may 
know of pockets of resistance within the community that may 
need reassurance about the intent of the program. Opportunities 
should be sought out to speak with resisting groups and to present 
the entire picture of the re^^idential program and how the com- 
munity as a whole can benefit. A campaign should be outlined 
consisting of the elements nece^^sary to educate the public in 
this regard. Active involvement of community persons as volun- 
teer^, visitors, and advocates can become an effective antidote 
to many of the problems that will be faced in implementing a 
program. 
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CHAPTER IX 



A SYSTEM OF SERVICES 



by Sheldon R. Gelman 

* / _ 

From th^ discussion in the preceding chapters it sKould 
be clear that \he divers^^eeds ofsTnentally retarded citizens 
approximate the varied needs of othe^ in society. Rich or 
poor, mentally retarded or non-retarded^^iirbanite or resident 
of a rural area, we all strive to fulfill our conntQon yet distinc- 
tive needs. The ease with which one accomplishes tfiis depends 
on a variety of resources (i.e., family, schools, community, 
human service agencies) designed by society to assist indivi3^ 
uals in developing their poten^ial^as human beings. A person 
must have access to a continuum of care which permits . • • . 
"fluidity of movement of fhe indwidual f rofn one type of service 
to another while maintaining*^ a sharp focus on his uniqtik 
requirements . . . " ^ 

The existing or expariding framework of generic services 
should provide for the Afiajority o( needs expressed by mentally 
retarded individuals^^This does not imply the immediate dis- 
solution of Specialized services or a marked expansion of generic 
agencies, but ratlier a commitment to include in generic services 
those previously (t^enied entry. A generic approach to service 
delivery, based on an accurate assessment of individual needs, 
helps to reduce the effects of mental retardation on human devel- 
ppment and expand the potentials of every human being. ^ 

Given the foregoing emphasis, what are the goals of a 
service delivery system designed to meet the range of n^eds 
expressed by mentally retarded persons? The following series 
of goals cdn serve as a prototype in identifying the components 
which will enable a retarded citizen to live and function within 
his community.* 

' Presidrnt's P^nrl on Mental Rrtardation, A Proposed Program for National^ 
Action to Comhai Mental Retardation. (Washington, D. C: Superintendent of 
Documents, 1%2.)W- 73-74. 

^ Special lhankfl for assi*(tance in the development of the following section belong 
to Paul Pearson, M.f)., C. Lewis Meyer, Children^ RrBaWlitation Center, University 
of Nebraska Medical Center, and Gunnur Dybwad.-Frof^KMr of Human Development, 
Heller School, Brandeis University. 
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GOALS OF THE SERVICE SYSTEM 



• The system should identify and register needs of persons. 
The person in need should be the focal point of the system; 
the initial and continual evaluation and assessment of- needs 
would allow for the appropriate match of the individual to 
an array of services. 

• The continuum of services should meet these identified needs, 
A sufficient range of service components must exist to meet 
the variety of known needs. Services should be accessible to 
persons of all ages and ail degrees of disability. Services' 
must be comprehensive and appropriate to the needs of indi- 
viduals. "The vanis)us services that should be available in 
this array must be marshaled in different ways and for dif- 
ferent people in accordance with thett* needs at different 
times." ' This may entail developing different forms and 
modes of service delivery, including outreach, mobile teams, 
resource centers, and new funding sources. 

• The continuum of services should he provided where possible 
through generic service systems, t,o which parents and^ clients 
have guaranteed access. No specialized service should be * 
developed to meet the identified needs of an individual wHen 
existing r^encies' could address such needs. "The *richer' 
and more easily available all general services* become, the 
less need for s|)ecial services for the^ retarded." * The syst'^m 
should stress th^ importance of the family in planning and' 
decision making,. Such an effort will havQ to view parents as 
potential re/oui es rather than as obstacles to be overcome. 

• Coordinatitig rrtechanisms should exist among agj^ncies and 
service systems ensuring the goals of the individualized 

^'^^'ItnlAlitatioTi plan. All services, generic and specialized, must 
be ThJ^rf together to facilitate coordination in line with the 
specific needs of the individual. An absence of linkages 
among 'the vailous elements in the total system results in a 
non*system. 

• Service :>cttings must reflect geographic dispersal at the com- 
munity, area,^ and regional levels. The component parts of 
the service system should be located at levels where -clients 
can obtain them readily. Services should be combined in ways 
which will ease interdisciplinary approaches to common and 

^ The Prc**idpnl'« Panel on Mental Retardation, A Proposed Program for National 
Action to Combat Mental Retardation, (Washington, D, C: Superintendent of 
Pociiment^, 1962), p. 75, 

^thid^p, 73, 
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special needs. Some services should be highly mobile so that 
distant clients can use them. 

Service settings should strive to integrate the individual into 
the mainstream of community life. The service stystem'must 
strive to create ^new and more appropriate living patterns 
for mentally retarded citizens, including participation in the 
activities of the community appropriate to people of the 
same age. Such social opportunities pertain to both children 
and adults. 

A normal range of options should be available for parents 
and clients among an array of services. This includes the 
right to enter and leave the system as the need occurs. This 
range of options refers to the continuum of care* previously 
discussed. Individuals may move into or out of the service 
system as heeds arise. Access to and egress from the system 
must be guaranteed. The system must recognize that some 
individuals may need combinations of ser\'ices for a long 
time, while the majority may "only" require specific services 
for a relatively short time. 

Services should be instituted at the appropriate time. Appro- 
priately timed interventions lead to an iltiproved level of 
functioning. The effectiveness of late interventions is minimal. 
Age obviously is a crucial factor in thi$ process. Age is 
important not only regarding the initiation of a service but 
also regarding tlie kind and duration of service. 
The human and civil rights of all persons should continuously 
be observed and served^ including appropriate habilitation 
within the least restrictive setting, regardless of the severity 
or combination of disabilities. The various recent statemetits 
regarding rights and the impact of class action proceedings 
have opened many new avenues for mentally retarded* per- 
sons. In Chapter IV, Donald Freedman examines the issues 
raised by this goal. 

Record systems should be designed and maintained which 
facilitate program efficiency and effective service analysis. 
Re'cord systems must maintain the continuity of individual 
program planning, document a client's progress, store reliable 
information, and asse^ the program's effectiveness. The rec- 
ords systeiin must guarantee appropriate confidentiality. 
Program evaluation should be integral to all service systems 
and reflect the involvement of consumers, system staffs, and 
the public. The input and involvement of persons not directly 
involved in providing ?erVice is crucial. A provider of a 
service is not an impartial and objective evaluator of his own 



intervefttions. The agency and the service -system of which 
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it is a part must have built in and ongoing mechanisms for 
monitoring the quality of its operations. 
All service systems should be accredited or have plans for 
achieving accreditation within three years. This goal will 
become a reality soon. Mechanisms now exist for all systems, 
both residential and non-residential, to achieve the standards 
set forth by the Accreditation Council for Facilities for the 
Mentally Retarded, Joint Commission on Accreditation of 
Hospitals. 

To assure effective implementation and functioning of the 
service system, qualified specialists should hold positions of 
leadership in- the system. Without this prerequisite, effectively 
meeting the diverhe needs of mentally retarded individuals 
becomes an e#t(*rcise in futility. 

Mechanisms should he established between Education/ Train- 
ing Programs Qnd the service delivery systems to assure the 
continuous availability of enough appropriately trained per- 
sonnel to meet the goals of the service system. The relation- 
ship between education and training facilities (i.e., colleges, 
universities. University Affiliated Facilities) must be refined 
to meet the nepd^ of the service systems. Such an arrangement 
can lead to new methods which may more appropriately meet 
the needs of menf:?lly retarded persons. 
Laws should be recodified to. facilitate the drvelopment of 
services and facilities to fulfill the goals of the service system. 
Legislation has received a great deal of attention in recent 
years because of {he perception that new legislation can 
answer a long standing problem. The need very clearly is 
one for good, adequate, and implementable legislation, not 
legislation which creates additional confusion. 
Prevention should he an integral component of the service 
system, and measure^ should f>e planned and implemented 
to reduce the incidence and severity of mental retardation. 
This goal, so well articulated by the IVesident's Panel, is a 
continuing concern. Preventive services must reflect present 
knowledge and effectively use private and pubKc resources. 
Thv |K>tenlials lhat exist through new medical advances (e.g., 
amniocentesis) and new screening techniques for PKli and 
sickle cell anemia mus| be continued. Prevention must be 
an ongoing part of all components of the service system. In 
many instances appropriately timed intervention may prevent 
the need for other services. One man^s prevention is another 
man\s cure. 

An effective means for educating the public and generating 
public awareness and support should be implemented. The 
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neird for an adequate and appropriate program of education 
ai. awareness must be conducted on several levels (i.e., 
professionals, the public, and the legislature). This chapter 
will further elaborate on this goal. 

(The above listing of requisite goals is not rank-ordered 

and may be expanded to reflect the specific characteristics of 

a community.) 

NOW, WHERE TO: 

In a chapter like this, one is tempted to set forth an ideal 
or model service system, with potential universal applicability. 
However, this is neither practical nor desirable, given the 
diverse geographic, political, and economic circumstances 
throughout the country. Nevertheless, the chapter can describe 
a systematic way of interrelating the functional components 
of a service delivery system. If one chooses to refer to this 
exercise as systems design or model*buildin^ he should do so 
within the cbntext of Kugel's description of a model service 
delivery system.* AccorcUng to Kugel, a model must consist 
of a clearly circum^^mbed, currently fuiictioning entity that 
can be identified and described. Such a model must contain a 
range of services. The model must be evolving and have its 
foundation in a formally defined planning scheme. Its existen^^e 
is predicated on legislation and is associated with a well-defined 
geo-political unit. 

One may chart the components of a service system to 
illustrate the range of services which an individual may require 
to achieve his potential. Such a scheme, presented in the accom- 
panying chart, does not show a totally complete system. It serves 
rather as a technique to describe various types of services 
which may be required in an integrated continuum of services. 
A description of the working parts of existing service systems 
follows the chart. 

HUMAN MANAGEMENT SERVICES 

In the inner ring of the chart, a series of nine service 
headings have been grouped and designated as Human Manage- 

* Robert B. Kugpl. ''Vl'hy Innovitiv« Action?" Changing Patterns in Residential 
Senirfs for the Mentally Retarded, ed. Robert B. Kugel ind Wold Wolfentberger 
(WAshiiiKtoii, D. Suprnntrndent of Documrtits, 1969), p. 11. 
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menl Services.' All of these assess needs or provide diject or 
indirect services. Although all of these services should be avail- 
able, given the specific needs and age of the individual, they 
will be utilized only when required. The service components 
are not distinct entities' but should be integrated and flow 
together; they are not hard and fast categories. 
Entry Services 

Entry services include case finding, information and refer- 
I'aU intake, fixed point of entry, and registration. They include 
the service contract functions as well as the assignment of a 
case manager or expediter. At the local or area level, agencies 
designated as Base Service Units, Mental Health/Mental Retar- 
dation Centers, or Ifuman Service Centers can best provide these 
services. Actual location can vary from a storefront 16 a mobile 
unit touring the countryside. Available and appropriate services 
are a prerequisite for prevention. The system, however, requires 
adequately and appropriately trained staff to carry out these 
functioi)s. 

Health Support Services 

Health Support falls into at least two major areas, specific 
and general services. Specific services include diagnostic and 
evaluative procedures, necessary medical and surgical mter- 
ventions, various therapies ( i.e., speech, orcupationaK physical), 
genetic counseling, and public heahh nursing. General Services 
include health screening and preventative activities (e.g., PKU, 
lead poisoning, sickle cell), health supervi^^ion (prenatal and 
postnatal care, nutritional services), and basic medical research. 

Any number of existing private or pul)lic resources can 
provide these services. Private physicians, hospitals and clinics, 
and Departments of Public Health have the resources, facilities, 
and expertise to ofl'er a range of needed services in thi^ area. 
Physicians, medical soc ial workers, public health nurses, or 
organizations such as Planned Parenthood have or are develop- 
ing programs on genetic counseling. 

Public Health and visiting nurse-^ can' provide needed 
services in health supervision and nutrition and can assist in 
establishing and carrying through screening' programs. Pre- 
vention as a goal must remain a prime concern and is essential 
to all service elements. Support for basic medical r^jsearch must 
be continued within hospital and/or university ba>'*d facilities. 
Both preventive as well as health support services must move 
out beyond the existing boundaries of such agencies. 

•Cfiinnar Dybwad, "Artion fmfiliration^, tlS.A. Today*' ChanMinff* Pnttrrm in 
Re$idrntial Sfrure$ for the Mentally Retarded, rd. Robert B. KiigrI and Wolf 
Uoffrn^lierprr < V. .i^hinjjton. I) ( Sii|M rint«tHirnt of umrfits, 1%9K |i. 40.1 
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Developmental t'ducatfonoT^ervices 

Developmental and educational services can be discussed 
as two major categories: Developmental Services for Infants 
and Toddlers, and School Services. Both broad areas have their 
own special iied diagnostic and evaluative procedures. Early 
assessment and intervention in both areas are important preven* 
tative tools. Developmental services would provide for interven- 
tion and assistance in motor, cogniti\e, and communication skills 
as well as in socialization activities. School Services would 
encompass early childhood education, elementary school pro* 
grams, secondary *school programs including pre-vocational ser- 
vices and the . po<^sibIe use of five-day residential boarding 
programs, and (>ost high-school programs. 

At the local community leveUday care, pre-school nursery 
programs, and Head Start can and do offer developmental pro- 
grams. Early education programs exist under both the public 
(Head Start, Home Start) and private (ARC) auspices. Ele- 
mentary, secondary, and post high-school programs should be 
provided under the public school system. The entire area of 
developmental and educational services will expand under the 
influence of the recent Right of Education court decisions. 
Leisure, Time and Recreational ^ictivities 

Such activities may include craft activities, sports, outings, 
social clubs, vacations, and adult education. The forcal point 
for ihe^^e activities may be the local Department of Parks and 
Recreation, the Community (Center, Scouts, neighborhood groups, 
service organizations, ARC's, Y-ARC's, and th^ public schools. 
Activities such as those developed by such organizations as the 
Nipon Society of Philaderphia can ser^e as prototypes. 
Vocational and Employment Services 

This service component encompasses activities ranging 
from an ongoing evaluation and assessment of needs and service 
requirements to follow-up-services. It may include assessment, 
vocational and technical training, social and vocational counsel- 
ing, job placement, employment support, follow-up, provisions 
for sheltered employment, and adult education. 

The public school system or vocational training centers 
ran provide these services. The emerging Regional Vocational 
Training Centers are a valuable resource for those needing 
specialized training. Linkages mus^t be established between these 
programs and existing or potential manpower programs, private 
contractors, unions, and the State employment service. Sihce 
mentally retarded individuals spend far more years of their 
lives ^as adults than as children in need of academic services, 
programs an<\ efforts in this area must expand. The successes 
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of the federal government should serve as both a prototype 
and as an, inspiration/ Follow-up services are integral to Uie 
continuum. 

Family Support Services 

A wide range of available services and service options 
lie within this broad category. Services may mclude Home Start 
Programs, homemaker services, home sitter, home management, 
health visitor, dietary assistance, individual and family coun* 
seling, respite^re, transportation services, crisis intervention, 
and religious nurture. 

ReS(>onsibility for coordinating these services should rest 
with the area center or base service unit, with both public a 
private agencies actually providing services through a w^^ 
range of in-house and outreach programs. The in*home services 
can be provided on a contract basis with a Homemaker or Home 
Health' Aide Service, Visiting Nurse Association, t>tjDublic or 
private Child Welfare Agencies. The center can provide Social 
Services, including various forms of counselir^, or contract 
for these services with public or private family service agencies. 
The area celiter should also coordinate Respite and Crisis ser* 
vices (i.e., 24*hour hot*line) and link them into the residential 
service component. Transportation services will require coordi- 
' nation with school authorities, regional transportation systems, 
and private contractors. Religious activities will range from a 
highly individualized approach observing familial allegiances 
to the provision of services by ministerial associations. 
Income Maintenance Programs* 

Income maintenance programs include Social Security, 
Survivors Health Insurance (OASDHI), Social Security Dis- 
ability Insurance (SSDI), General Assistance (GA) and the 
Supplemental Security Income Program (SSI). The importance 
of these programs lies in their potential versatility. Coordination 
between funding agencies and services dealing with potential 
recipients is mandatory. These ^various forms of funding may 
someday follow the individual and thus facilitate the purchase 
of necessary services rather than exclude individuals from ser- 
vices because of eligibility requirements oi service gaps. 

^Ronald W, Con ley. The Economirs of Mental Retardation. (BAltimore: John 
Hopkins Previ, 1973). 

' Gunnar Dybwad. Cfialirngrs in Mental Retardation ( Nrw York : G)luinbiA Uni- 
vrrMty Prrm, 1%4). pp, 85-194: S. l>p«rtim*nt of Hralth, Editration and 
Wrifare, Mental Retardation Finanrial Assistance Prof^rams, (Wa^hin.^ton, D. C: 
Sup^rintendrnt of Dorumrnt*. 1971 > ; National A^M>riation of Coordinatom of State 
Proicrams for the Mentally Retarded, 92nd Congrrwi: Federal Legislation Afecting 
the Mentally Retarded and Other Handicapped Persons (Arlinf^on, Virponta: 
National AiMKiatton of Coordinators of State Programs for the Mentally Retarded, 
1973). 



Residential Services 

Residential services encompass a full range of age-appro* 
priate domiciliary options which ma y ing lude residence with 
one's own family, respite homes, in^^vicfudl and group foster 
homes, community residences, boardmg homes, nursing homes, 
intermediate care facilities, apartments, independent living 
arrangements, and multipurpose (regional) institutional settings. 

Funds for placing individuals in most of these settings are 
available through^ reimbursement or existing income mainte- 
" nance programs. Residential services are one component in 
the continuum of services which enables an individual to reside 
in his community. 
Advocacy and Protective Services 

Protective Services can be either specific or generalized. 
Specific protective services may include casework services 
(available »from any number of agencies), individual advocacy 
(i.e., 'Fellowship Plan, Big Brother/Big Sister, One-to One, 
othei^ advocacy programs), I^gal Services, Ombudsman, Guar- 
dian^hip. Citizen Advisory Boards, and Periodic Review (peri- 
odic j review is a joint responsibility of public and private 
agencies, providers of service, consumers, and interested citi- 
zens).* Generalized Services include institutional monitoring, 
advocacy by or for organizations, and the volunteer services of 
religious or civic groups. Some roles and functions of advocacy 
are discussed in detail by Robert Perske in Chapter XIII and 
by Thomas Graf in Chapter XII. 

As stilted previously, the foregoing service components 
comprise the Human Managem^t portion of a generic service 
system. It is not an all-inclusiv^ accoiyit of possible service 
options. Services have been grouped in what appears to be a 
logical o der. 



REGULATORY SERVICES 



Regulatory services entail the various aspects of licensing, 
zoning. Life Safety Codes (fire-building codes), health and 
sanitation codes, and wage' and hour laws. A state usually 
manclates and regulates licensing of facilities, personnel, and 
services. Licensing should guarantee appropriate programs, 
staffed by certified or approved personnel, which meet the 

•Sheldon R. Griman, Social Policy Implications, of Statutory Periodic Review of 
Reiidtnts m State Institutions for the Mentally Retarded. UnpublUh^ Ph.D. dU* 
^rtattofi, Thp Florrnrr Hflirr Gradual*, School for Advanced Studies in Social 
Welfare, Brandciii University, 1973. 
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accepted standards in the field. Local ordinances concerning 
zoning, fire, and health must reflect standards consistent with 
a normalizing environment. A state must use codes and regula- 
tions to include mentally retarded individuals in the community, 
not to exclude them or set them apart. 



ADMINISTRATIVE SERVICES 



This chapter has stressed the importance of planning, 
coordination, and cooperation. Without them, no continuum ef 
service can exist. Appropriate research and evaluative proce* 
dures are crucial for effective planning and coordination. Only 
skilled personnel and adequate budgetary provisions can gen- 
erate the range of services required. Citizen advisory boards 
must share in planning and policy development. Without effec- 
tive and efficient Administrative Services the Human Manage- 
ment G>mponent of the system lacks the dynamic quality 
necessary for meeting individual needs. 



PUBLIC AWARENESS ACTIVITIES 

A public awareness of the scope and content needed for - 
mental retardation cannot and should not be the responsibility 
of any aingle existing organization, but should become the joint 
responsibility of several. 

No one agency working in this field is in a position to 
discharge the full responsibility for this important work, because 
each is concerned only with special aspects of this program; 
and broad public awareness, as well as an effective, approach 
to professional groups and other organizations, requires a 
broader concept and the use of different although related tech- 
niques.^® 

The above mandate of the President's Panel explicitly 
sets out the needed actions in public education and information* 
Public attitudes resist change and can withstand extraordinary 
pressure for change on certain issues. In recent years we have 
made great strides with a variety of n;edia to generate public 
awareness and acceptance of individuals and groups who in 
the past have been relegated io a special status. The efforts of 

^® The Pn?^i dent's Pinel on Mental Retardation, A Proposed Program for Natioruil 
Action to Combat Mental Retardation. Washington, D. C. : Superintendent of Docu* 
ments, 1962. 
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the President's Committee on Mental Retardation, the National 
Association for Retarded Citizens, the American Association 
on Mental Deficiency, and the Council for Exceptional Children 
have brought facts about mental retardation to the living room 
of almost every American home. Public awareness can also be 
accomplished through agency consultation ser\ ices to reach both 
lay and professional attitudes. 

The message has also traveled other avenues, including 
the exposure of a. variety pf dehumanizing situations. These 
exposes have generated both concern and fear. To avoid resur- 
recting the stereotypes and prejudices of the past, ^xtrem^ 
caution and restraint must be exercised. One case may serve 
as a guide in thfe area. Although intended to generate concern 
and . more appropriate habilitative programs for mentally 
retarded individuals, a series of events in Pennsylvania during 
1972-75 may have served to reinforce the perception of these 
individuals as ''deviants." Newspaper and television accounts 
of conditions in a private licensed facility showed residents 
"wantering aimlessly in a semi-clad condition around the 
grounds.'* A parallel series of newspaper accounts of th^ same 
situation as well as conditio^ns in state-operated facilities linked 
deaths of residents to the activities of other residents. If you 
add the spectacular disclosure of "wooden cages' as a means 
of controlling aggressive residents, many cannot avoid a con- 
clusion which emphasizes the "animal-like'* qualities of individ- 
uals labeled a» nientally retarded. The damage of this type of 
publicity far exceeds the very noticeable gains made through 
appropriate and constructive media coverage. 

ONWARD! 

-.lis chapter has no conclusion; it is merely a starting 
point for what must follow. The mandate and requisites have 
been set out; the goals and components have been described. 

However, let me close this discussion with a few v/ords 
of caution. A service system without a firm administrative base, 
without adequate funds for staffing and support systems needed 
for implementation^ without the necessary conri4)rehensive plan- 
ning and coordination, and without effective linkages to other 
service systems cannot go far toward improving services to 
mentall^etarded citizens. A well designed and executed service 
system, geared to the needs of its clientele, sees its service gaps 
and continually takes the necessary actions to improve the com- 
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pleteness of its services. Effective and appropriately designed 
monitoring procedures, integral to every service system, can 
assure this continual upgrading. 

// then we should discover what is to be done and who is 
to do it we may slowly come to recognize thai we need 
no oracles — only dedication^ wisdom, and above oll^ 
common se/we." 

n Philip Klein, From Philanthropy to Social Welfare, Jossey^Bass, San Franciaco, 
1971. p. 300. 




CHAPTER X 



ONE SERVICE SYSTEM AT WORK 



by Brian Lensink . 



THE CHALLENGE 



After assuming that services in the community (readily 
accessible to mentally retarded citizens and their families) are 
the most reasonable, practical, and humane approach to service 
delivery, yfe must confront the specifics of developing a service 
delivery system. Although administrative designs might offer 
systems of community services for mentally retarded persons, 
closely examining one existing system at work might be more 
helpful. The Eastern Nebraska Community Office of Retarda- 
tion (ENCOR) has been developing in Nebraska since 1969 — 
when almost no services or programs were available to mentally 
retarded people i^ the community. This service system developed 
through the hard work and vision of a small group of parents 
and interested professionals, people intent on developing an 
alternative to institutional care.^ 

Today, six regional offices in Nebraska coordinate com- 
munity services foi^ mentally retarded citizens across the state. 
ENCOR, the oldest of the regional programs, has developed 
most of the service components necessary in a comprehensive 
system. It is designed to provide a continuum of services to 
meet the individual needs of mentally retarded citieens — from 
^the mildly to the profoundly retarded, from infancy to old age, 
find in population densities which range from ru.al to urban. 
The services are located in communities throughout the region 
and integrated into neighborhoods, industrial areas, and recrea* 
tional areas. Depending -mi individual needs, the system offers 
educational, vocational' i^esidential, and family support ser* 
h- . • 

* See Governor's Citizens' G>mmittee on Mental Retardation, The report of the 
Nebraska 'Citizens' Study Committee on Mental Retardation Vols. 1 and 2, Lincoln, 
Nebraska: State Department 'of Public Institutions, 1968, and Into the liight, Lin- 
coin, Nrbrdska: State Department of Public Institutions, 1968. 

See auo'F. Menolascino, R. L. Clark, and W. Wolfensberger, The Initiation and 
Development of a Comprehensive, County-wide System of Services for the Mentally* 
Retarded of Douglas County, 2nd Ed., Vol 1, Omaba, Nebraska: Greater Omaha 
Association for Retarded Children, 1969. 
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vices. Each program is designed to facilitate the retarded 
citizen's active movement into education, employment, and 
independent living in the mainstream of his community. 

To meet current needs, ENCOR bolsters existing services. 
As existing services have broadened, especially through generic 
agencies opening up to retarded citizens, ENCOR has altered 
its services. It intends only to fill in where existing services are 
. lacking. Since- maximum normalization of retarded persons 
hinges on their greater integration into our society, the system 
^ of services offers any service "or support which a mentally 
retarded person might need to live in the community, with 
greatest social-vocational adjustment and personal dignity. 

THE IDEOLOGY 



The principle of normalization has strongly spurred the' 
current renaissance of community-based service for mentally 
retarded citizens in our country.^ Several key ideological princi- 
ples, encompassed within an overall normalization philosophy, 
have shaped the way ENCOR services have developed. The 
major principles include the developmental model, specializa- 
lion, continuity, integration, and dispersal. Directly flowing 
from these important principles are six practices: consumer 
participation, human dignity, cost benefit, system flexibility, 
human scale programs, and community support systems. Figure 
I illustrates these principles and practices. This chapter will 
individually discuss the five basic principles and present the 
six practices later in the context of service descriptions. 

The developmental model (see Figure II) strongly affects 
the direction in which a service system develops. Based on the 
developmental model, programs can modify the rate and direc- 
tion of client behaviofal change. As a retarded citizen grows 
and develops, the system must allow more independence and 
less structured program alternative. 

The sincere belief that each retarded citizen can learn is 
demonstrated thrpugh programs that prepare a retarded citizen 
for subsequent steps or goals in his individualized develop- 
mental plan. These programs originally aimed at facilitating 
growth, movement, and progress. The system then accommodates 

2 See G. Dybwad. Action Implicttions. U.S.A. Today, in R. Kugel and W, Wolfrns- 
brrger, Changing Patterns in Residential Services for the Mentally Retarded, 

Washini^ton, D.C.: Covrmmrft Printing Office. 1969. pp. 38^28: nfe ilso B. Nirjc. 
The Normalization Prinriple and Its Human Management Implications, op. at., 
pp. 179-1 9o. S^p also W, Wolfen«»brrger, Normalization, Toronto: National Institute 
on Mental Retardation, 1972. 
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figure I 



KEY ELEMENTS OF A SERVICE^ SYSTEM 



growth and development with program options which take into 
account the individuaPs growth through less structure, more 
integration into the community, and more normalized conditions 
.in which to learn, work, anc^ live. 

Small specialized facilities and programs enable a system 
to offer services geared to meet individual needs. For example, 
on^ xesid&itial setting cannot serve zW clients: the moderately 
retarded fbrson, the medically complex person, and the mildly 
retarded person who needs little supervision and guidance 
require different settings. On (he contrary, programs can be 
specialized arxording to age, degree of disability, or the, need 
for structure or a prosthetic environment. Persons with dis- 
similar handicaps are not rigidly segregated, but individual 
needs can, and must be, met within specialized programs. 

This principle is particularly important when considering 
community residential alternatives. Most people in our society 
sleep, work, and spend leisure tiAle'in separate settings — so also 
should retarded citizens. A residence should provide a home 
environment: a place to eat, sleep, spend leisure time, relax 
with friends, entertain, keep one's possessions, or receive tele- 
phone calls and mail. Children leave their residences during the 
day to attend public school or other educational programs. 
Adults leave their residences to participate in vocational train- 
ing or to work in the community. Some leisure time activities 
occur at home, as they do for all of us, but many take place in 
the community — in theaters, restaurants, community gymnasi- 
ums, or parks. The division between home and work or school 
is just as significant for a mentally retarded person as it is for 
other citizens in our society. 

A continuity of programs, a primary objective of a pro- 
gressive service system, facilitates the'' growth and development 
of each mentt^Uy retarded person receiving services. Individual 
development is manifested by a person's movement from a 
highly structured educational, vocational, or residential environ- . 
ment to a less structured and more normalized setting within 
the community. A service system\can accommodate such devel- 
opmental mpvement by provi^inng program options within 
developmemal and residentirfcontinua of servicesTTor exam- 
ple, the residential continuUm illustrated in Figure III assures 
that the client who enters tne system at the. family living resi- 
dence stage of development has available to him the next^^p 
of an adult training residence as well as several future stepX^ 
The developmental continuum illustrated in Figure IV assures 
the same service availability in developmental and vocational 
programs. This comprehensive system is continually evolving 
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so that services will never be denied because the system cannot 
provide the program or support necessary for continued devel- 
opment. These efforts toward continuity of service permit 
retarded citizens, parents, and staff to see what is ahead of them 
as they ivock continuously on their developmental program. 

Integration of retarded ^ople into the mainstream of soci- 
ety affords them the same rights and opportunities the rest of 
society enjoys. A service system can facilitate physical integra- 
tion by construoCmg^typical housing in popular neighborhoods; 
by locating vocl^^ionaKtraining centers in industrial or commer- 
cial lireas; by seclKki^eduirational services in ways typical for 
the coVnmunity^and oy^Jisuring that community resources (i.e., 
recreatWialySocial, reli^iaUV^ind medical) are available and 
accessible. Any opportunities for interaction between retarded 
and non-retarded citizens in the community should deepen social 
integration. Seeking education for children in the same build- 
ing or classrooms used by other children, securing work training 
for retarded adults with other workers in the community, and 
finding a residence with a real family — all these can greatly 
f 4.ciHtate social integration. For true physical and social integra- 
tion, the community as well as the retarded citizen learn to live 
together* 

Programs must be carefully dispersed across a state, across 
a region, within a city and even within a neighborhood. When 
a new program or facility is being planned, the planners must 
consider its location. Because many facilities could present a 
neighborhood with more retarded citizens than it might be willing 
or able to absorb, two or threejresidences should not be estab- 
lished in the same neighborhow. Of course^ a program must be 
readily accessible to clients and reasonably convenient for the 
staff. While dispersing ]Srograms, planners must thoroughly 
examine the accessibility of vocational and developmental pro- 
grams for those >(;itizensyliving in the various residential facili- 



actively consider the preceding five principles and give them 
high priority in planning and developing community-based sys- 
tems for mentally retarded citizens. 



In Chapter IX, Sheldon Celman explicitly presents the 
goals for services and demonstrates the wide variety needed for 
a truly comprehensive program which adequately serves all 
mentally retarded citizens. To meet this challenge while im- 




program decision-making must 



THE STRUCTURE OF THE SYSTEM 



plementing \be principles and practices critical to an innovative 
system, ENCOR developed four divisions for the administrative 
structure of the service system (see Figure V). 

These four divisions represent a comprehensive approach 
to administering mental retardation services. Flexibility is of 
prime importance (o implementing this system of services. As 
needs, expertise, location, and cost-benefit considerations change, 
so will the administrative structure of the system. Interdepen- 
dence between divisions is important to a workable system. No 
one division should be able to stand on its own without support ^ 
and assistance from another division within the system. Only this 
important concept will allow a true ^^system.s approach** to the 
problem of mental retardation. Repeatedly one notes, in the 
same community, a series of independent vocational programs, 
day-care programs, family counseling services, recreation pro- 
grams, and transportation systems. None of these individual 
entities, either in a singular approach or in partial combinations 
with other components, can serve retarded citizens comprehen- 
sively. Planning for each component to depend on the other 
components within the system assures comprehensive and coordi- 
nated services. Flexibility als comes into play concerning deci- 
sions about what services the system will deliver. As generic 
community services develop, the system must be flexible enough 
to let go of its efforts; correspondingly, as new needs are iden- 
tified, the system must be able to move into those areas. 

In the following detailed description of service divisions, 
it must be remembered that programs and services are directly 
provided only when existing generic agencies cannot or will not 
include mentally retarded citizens in their programs and only for 
as long as it takes these other agencies to meet their legal or 
moral responsibilities. As counselors identify their clients* 
service needs, they use as many existing services as possible. 
Clients and their families might require services in health 
care, diagnosis and evaluation, recreation, family counseling, 
family planning, or legal assistance. After identifying a need for 
generic services, the counselor seeks out the appropriate com- 
munity agency and assists the famuy throughout application 
and follow-through procedures. 

Some generic service agencies are routinely ttsed as part 
of the community's informal network of services for mentafUy 
retarded persons. For example, a children*s evaluation and 
rehabilitation service of the Univenity Medical Center diagnoses 
and evaluates handicapped children under the age of 16 through 
pediatric, psychiatric, and neurological staff; physical, occupa- 
tional, and speech therapists; psychologists; social workers; 
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SERVICE COMPONENTS IN PRESENT ENCOR ADMINISTRATIVE STRUCTURE 



and public health nurses. Most children entering the system go 
through the diagnostic and evaluation services of this com- 
ponent of the University; consequently, the program avoids 
duplicating these services. 

The ENCOR system strives to stimulate greater community 
service to mentally retarded citizens through *its involvement 
with a variety of other agencies. Several years ago, for instance, 
recreation programs for mentally retarded children started in 
the facilities of a local YMCA. After much discussion with the 
YMCA, the two systems agreed to a contract prescribing YMCA*s 
greater involvement. It was reimbursed for its expenses and w^s 
also provided with training for staff and volunteers, "curric- 
ulum** plans for the program, and regular consultation. During 
the second year of the contract, the YMCA assumed one-half of 
the expense of this service and is now independently serving 
mentally retarded children — integrating them into their other 
recreation programs whenever possible. Thus, through existing 
programs, local duplication of services has been eliminated 
while Federal, State, and local funds have been freed for other 
needed programs. Concomitantly this has promoted the integra- 
tion of retarded citizens into the mainstream of th^r community. 

Division of Developmental and Vocational Services. Chil- 
dren classified by their school districts as "educable** mentally 
retarded and "trainable** mentally retarded participate in 
public school special education. Recent legislation in Nebraska 
guarantees all children between 5 and 16 years of age a "mean- 
ingful education program, * placing the responsibility for insur- 
ing that all school-age children receive educational services 
directly on the local school boards. School districts may directly 
educate these children or crmtract for educational services for 
them. The developmental and educational services provided by 
the mental retardation service system are designed to serve those 
children not eligible for public school programs. 

By October of 1976, the deadline for school districts* man- 
datory compliance with this law, some of the children presently 
served in developmental and educational services will be trans- 
ferred into public school special education classrooms. ENCOR 
will continue to insist that public schools educate as many chil- 
dren as possible; however, it will continue to present some 
educational services. ENCOR will serve preschool children and 
th^ more severely handicapped children, working to prepare 
them fVr efitrance into public school or other mainstream educa* 
tionarprograms. The local school district will fund this. In addi- 
tion, ENCOR*s support systems for mentally retarded youngsters 
and their families will remain viable, even if another system 




should someday assume full responsibility for the direct provi- 
sion of all educational services. 

The Infant Program Presses early identification of and 
intervention with very young retarded children. This new ser- 
vice offers day care in a community day care center to infants 
(ages 1 month-24 months), focusing on cognitive, language, 
motor, and social adaptive development. Instruction in develop* 
mental stimulation is offered to interested parents at the day care 
"center. For families who do not choose to place their infant in 
a center^ a mobile teacher offers in-home instruction to both 
parent and child. 

The Development Center program serves mentally retarded 
children under 12 who are ineligible for public school programs 
or other mainstream public (or private) educational programs 
because of their age or extent of their handicaps. Developmental 
programs last just long enough to prepare the children for main- 
stream educational settings. Jhis year-round program operates 
five days a week on a school-day schedule, with extended hours 
offered to families needing day care services. The centers, geo- 
graphically dispersed, serve approximately 25 children each. 
Whenever ^ssible this program uses existing structures such 
as churches. The objectives of the Developmental Center pro- 
grams focus on several general areas of education. Training in 
daily Kving, skills — such as eating^ dressing and undressing, 
grooming,, toilet training, and personal hygiene — is offered to 
children according to their individual needs. Children may nee3 
help in gross and fine motor developme it, perceptual and sen- 
sory discrimination, social skills, ^cooperative group interactions,^ 
and speech and language development. The belief that each child 
has an individual rate of growth and needs highly personal 
attention is accompanied by the belief that there is always an- 
other step or goal for each student. Progress and success for 
these students then is the responsibility of the teaching staff. A 
system of direct and continuous measurement of children's per- 
formance allows teachers to maintain an accurate picture of 
each child's development. Teachers^use "precision teaching," 
a measurement system that 0. R. Ljndsley and his students at 
the University of Kansas started developing in 1%5.* Precision 
teaching brings accountability to the forefront and allows less 
subjective analysis of a student's performance.^ ' \ 

*0. R. iJndlry. Prrcitton traching in prr«pfrti*r. An intrrvirw witti Ogdrn R. 
Lind^lfy, Teaching Exceptional Chfldren^ 3 Arlington, Virginia: Counrir for Exrrp- 
lional rhildrrn. 1971. pp. 114-119. 

< Se^ C. Gailoway, Prp/i«ion parfnt^ and llif drvrlopmrnt of retard^ brhtvior, 
in: J. Jordan & L. Robbing (rdsJ, Lefs try doing something eUe kind of thing: 
Behavioral prinriples and the exceptional child. Arlington, Virginia: The Council 
for Kx^^ptional f.hildrm, 1972, pp. 92-109. 
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The Coordinated Early Education Program places pre- 
school children in early education programs in the community. 
A reso)irce/consulting teacher, trained and employed by the 
service system, works with four or five young retarded children 
in an early education center in the community. The retarded 
children play and engage in learning activities with the other 
children in the center. To provide specialized support within 
this normal, active preschool setting^ the resource/consulting 
teacher manages several individualized educational projects 
with each child (i.e., language development, self-care, motor 
development). 

Two specialized education programs, the Developmental 
Mdkimation Unit and the Behavior Shaping Unit, aim at facili-^^ 
tating children's development so that they might move into one 
of the less structured, more normalized settings previously men- 
tioned. Severely and profoundly retarded children with multiple 
handicaps and complex medical problems can be served in a 
residential/educational program called the Developmental Maxi- 
motion Unit, Most of the children participating in this program 
have some serious medical problems; therefore, the program 
seeks to minimize these physical problems so that the children 
can start learning. A consulting pediatrician extends needed 
medical care to the children and refers the children to appropri- 
ate specialists when necessary. Although the Unit operates in a 
remodeled wing of a hospital and has emergency access to 
medical staff and equipment, it does not resemble a medical 
environment. Draperies, children's furniture, brightly painted 
walls, carpeting, murals, stuffed animals, and toys of all kinds 
help make the environment as home-like as possible for these 
children. Educational priorities of this unit include motor con- 
trol, the development of chewing, sucking and swallowing skills, 
the improvement of gross motor skills, and the acquisition of 
skills for language development. Many of these skills, however, 
depend on the child's ability {tTs^upright comfortably* Posi- 
tioning therapy plp'^es a multi-faandicapped child in the best 
functional sitting posiiion with the support of individualized 
wooden chair inserts, because this adapted positioning chair 
stabilizes a child, he can use his upper extremities to their fullest 
potential. All children tend to develop with these types of 
imaginative adjuncts to growth. 

The Behavior Shaping Unit serves severely retarded chil- 
dren whose maladaptive or ^primitive behaviors prevent them 
from participating in other programs." Operating according to 

^F. MenoicAcino, Emotiona! di^turbanres in injititutioncl rrtardatfi: primitive, 
•typical And abnormal behaviors. Mental Retardation, 10(6), 1972, 3-8. 
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the principles of applied behavior analysis in educational resi- 
dential programs, the behavipr shaping programs^ seek to serve 
intensively the most children in the least time. Substituting 
appropriate social behaviors for .maladaptive behaviors is im- 
portant for the childrm's success. Primarily the Behavior Shap- 
ing Unit aims to t^ch the children the self-help skills and 
appropriate socialskills needed for their entry into other devel- 
opmental programs in the service system or in public schools. 

The Adolescent Educati^ program serves children between 
13 and 17 who are presentl*neligible for public school special 
education. Again, each child receives an individually tailored 
educational program, with special emphasis placed upon the 
development of prevocational skills. Many of these children will 
enter vocational training at age 17. The Adolescent Education 
training program allows an age-appropriate grouping and cur- 
riculum for teenagers preparing fgr adulthood. 

A young person entering adulthood, regardless of his 
degree of retardation, leaves the world of the classroom and 
enters the world of work. Because work is a crucial evaluation 
criterion in our society, retarded adults, must try to develop 
their work skills and earn the accompanying societal respect and 
advantages that producti^ e work brings. To accomplish this goal, 
the system establishes Vocational Service Centers (or workshops) 
with a wide number of evaluation and training services. In voca- 
tional evaluation, the client enters the general shop setting. The 
physical setting is the same for all programs in the workshop 
and comprises a real, work situation rather ihan a simulated 
one. During an initial period, the program evaluates a client's 
potential for ultimate employment in a competitive community 
seUing. At the end of the evaluation period, an individual sum 
mation is completed concerning the predicted potential of each 
trainee. This individual summation directly results in a decision 
about the client's employment capability. This final summation 
also outlines the suggested training program for the client and 
specifies whether he will be placed in the vocational center's 
trainmg program or in the center's Work Activities Center (long- 
term developmCTit program). The objectives for each trainee 
— whether in evaluation, work activities, or training — are indi- 
vidualized and designed to bring about greater growth and 
development, whether their immediately resultant skills lead 
directly to employment or first to greater proficiency in skills 
such as money management or performance of a specific work 
task. Training in vocational service centers takes place through 
paid subcontir^ct work from local business and industry. 

The minimally supervised employment offered through 

118 JrO 



\ 



W ork Stations in Industry can also provide vocational services. 
In these settings, vocational training occurs in an actual com- 
munity industry or business. Under the supervision of n staff 
member, a crew of trainees completes subcontract work for the 
^ industry or business which houses the work station. Work staftons 
in industry costs little for the service system. The system need 
not pay rent, purchase equipment, or employ all the supportive 
staff necessary in a vocational service center. Such an arrange- 
ment also profits a company by eliminating the necessity for 
transporting subcontract and short-term jobs outside its own 
sho]] 

/The integration of retarded and non-retarded citizens 
facilitated by the work station in industry is a most important 
feature of this type of vocational training. The retarded worker 
learnsjfrom other workers, and gains the dignity of membership 
in thelcommunity's work force. As retarded ai)d iion-retarded 
workeA clock in, work, drink coffee, eat lunch, and produce 
togethek, normalization usually takes place. Work stations have 
created! new possibilities for the- more severely handicapped 
adult. One new work station employee, five years ago determined 
to be Cbrevpr in need of a sheltered setting, has competently 
maste^d work tasks with every piece of machinery in the work 
statyrfn and recently completed his first job interview. Another 
wonc station is successfully draining and placing in competitive 
emfOoyrhent men and women directly from the "work activities" 
designation. 

A vocational services effort strives for independent com- 
munity employment. Monthly, at l^east four persons of the 200 
adults served in vocational centers and work stations enter com- 
petitive employment. A service system must consider creative 
approaches to the employment of retarded citizens, and must 
cultivate new employment options. The lack of employment 
opportunities tends to slow down a system and discourage a 
staff successful in preparing the retarded citizen for a move. 
Because a service system must address job development directly 
and forcefully, ENCOR hired two full-time persons in this area. 
All nearby businesses must be contacted and gularly re-con- 
tacted. The employer must see the retarded citizen as a produc- 
tive asset and not, as an unfortunate needing a goodhearted 
gesture. If the service system will invest in crieative approaches 
to job development and placement, all retarded citizens can bene- 
fit an employer. Individual employment opportunities alone 
cannot do everything; the system must consider creative efforts 
such as two-for-one employment. This* entails employing two 
marginally productive citizens to do the job of one — a possibility 
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which allows many retarded citizens to- work at their highest 
ability in a competitive job environment. 



DIVISION OF RESIDENTIAL S^pVICES 



A family should receive the support it needs to keep its 
mentally retarded child living et home until he reaches an age 
appropriate for living away from the natural home. When cir- 
cumstances prevent a child from remaining with his natural 
family, the child has a right to live in a setting similar to that 
of other persons his age. An array of residential services are 
designed to provide this opportunity (sec Figure III). These 
residential possibilities include foster and adoptive placements, 
small group residences in the community, special purpo2>e resi* 
dences, and semi-independent living arrangements for adults. 
The residential settings should resemble other homes in the 
community. For example, a DevelopmerUal Home offers a long* 
term family living situation to a child so tl^at he can gain the 
sense of identity and security vital to realizing his full potential. 
Family placements intend that a child will remain in his devel- 
opmental home until he reaches adulthood and is appropriately 
ready for more independence. A developmental home provic^es 
an environment very similiar to that of other children his age 
in the community. A developmental home can give a mentally 
retarded child more than a loving family, however, for deveU 
opmental home parents are tr-ained to extend the developmental 
center or public school program into the home environment. 
Coordinated with the school program, the home carries out the 
child's specific training programs as designated by his teacher. 

Qiildren ranging from 3 to 15 years may live in family 
living residences with a houseparent couple. The surrogate 
family in this residence allows the children to experience family 
life as other children do, providing them with intimate contact 
and involvement with a small group of people. This family 
living experience forms an important base on which to develop 
skills in community living. A family living residence may be 
located in a house in the community, in a duplex, or perhaps in 
a modern apartment complex with ready access to the com- 
munity. During the day, children attend Developmental Centers 
or public school programs. After school, they may play with 
children in the residence or in the neighborhood. A team effort 
gets the table set for the evenitig. Dinner is a time for friendly 
family interaction around the table, but also provides an oppor- 
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tunity for helping children develop their self-feeding skills and, 
of course, their table manners. Clearing the table and assisting 
in washing the dishes may aUo be a part of the regular opera- 
tion. Evening schedules Vary according to th^ age of the resi- 
dents. Teenagers in public schoul special education classes may 
have homework to complete after dinner. Younger children may 
engage in games and special learning projecc , with staff nnem- 
bers. Some evenings the family might watch television, listen to 
records, or just go for a walk. On the weekends, some children 
visit their natural families. For the others, activity abounds to 
keep them busy. In many homes, Saturday morning nnay be a 
time for putting the house in order. Children clean their rooms 
and help with vacuum^'ng, dusting, window washing, and laun- 
dry. Even though the staff could quickly and ^efficiently handle 
the cleaning themselves, everyone's participation is sought. By 
helping in these routine -proceHures, a child can learn about 
what goes into running a house, learn how to perform some of 
the tasks involved, and view himself as an essential part of the 
family unit. 

As mentioned earlier, SpAcial Purpose Residences such as 
the Behavior Shaping Unit and the Developmental Maximation 
Unit provide more specialized developmental/residential alter- 
natives for some children. Children from these units may leave 
them for their own homes, for a developmental home, or per- 
haps for a family living residence. 

The structured conectionat residence serves the mentally 
retarded adolescent whose actions have brouf^ht him to the 
-attention of judicial authorities. In dealing with the adolescent 
offender, who is by no means a hardened criminal, a specialized 
program in the community is appropriate. A special residenfffil 
unit, housing eight young persons and perhaps a houseparent 
couple, may operate under the direction of a person experienced 
and trained in behavior management. The program in this resi- 
dence is likely to be highly structured with some degree of 
limitation imposed upon the freedom of the residents. The 
structured correctional residence will operate within the devel- 
opmental continuum of services. The program in this residence 
will, therefore, be designed to modify the behavior of the 
residents so that they may eventually participate in less restric- 
tive, more normalized programs in the community. 

Several residential options are open to mentally retarded 
adults. These offer the adult a continuum of residential alter- 
natives which prepare him for and allow him increasing degrees 
of independence. Programs in adult training residences prepare 
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the mentally retarded adult to live someday in more independent 
situations. By sharing the responsibilities of caring for many of 
hi« own needs and of operating the household, the adult resident 
can learn new skills and develop close relationships with a small 
gruup of friends. During the day, the adults living in a residence 
work in a vocational training program or competitively in the 
community. 

In an adult family living home, one to three mentally re- 
tarded adults live with a sponsoring family. These adults may 
be receiving training in a vocational services center or be com- 
petitively employed, but not yet ready to live independently and 
in need of some supervision and assistance. To quali/y as a 
placement site, a family's home must provide easy accessibility 
to the rest of the community and must resemble other homes in 
the neighborhood^ The house must allow each resident privacy 
and facilitate comfortable interaction among everyone living 
there. The attitudes displayed by the family who has opened its 
home to retarded persons must be constructive, respectful, and 
appropriate to the age of the mentally retarded persons. The 
family must believe in the growth potential of the retarded per- 
sons and be willing to help them increase their independence 
and control over their own lives. 

Even after a client is living independently, residential staff 
members and clients who have lived together remain friends. 
They may sometimes share social activities or birthdays or may 
spend other special occasions together. Even after a move into an 
independent living situation, a client may still call his counselor 
when he needs assistance or advice. If the retarded adult experi- 
ences no difficulties in living independently, he may break all 
formal and legal ties to the service system. 

To support families of mentally retarded citizens in their 
endeavor to keep their families intact, the system provides crisis 
assistance. The first component of this Service is a Crisis Assis- 
tance Residence — a home in the commii^ity with houseparents 
and other staff. Parents can temporarily place their mentally 
retarded son or daughter in this home setting from which he or 
she can continue educational or vocational activities. During 
ihi.s short separation, the family might lake a vacation or attend 
to an important situation — perhaps the birth of a new baby, 
illness of a parent, or an out-of-state weddiiigfv An alternative to 
the crisis assistance residence is a Crisis Home i\i the community; 
the agency can contract with families who areXwilling to have 
a retarded citizen stay in their home for a short ti^me (from one 
da) to a month). Because only one person is pla^d in a crisis 



home at a time, close contact with memberb of the crisis home 
family is assured. Both types of crisis residences provide great 
flexibility. 



DIVISION OF FAMILY RESOURCE SERVICES 



The Family Resource Services Division administratively 
groups staflf members who provide services to families, clients, 
and other service system programs* These staff members include 
counselors, speech therapists, recreational specialists, nurses, 
psychologists, and psychometrists. Direct service programs do 
not employ their own teams of specialists and, thus, allow a 
more cost*efficient use of professional services. Consolidation 
of these services into one division also allows professionak and 
paraprofessionals in the same field to share ideis and experi- 
ences and to collaborate in imiovative program development. 
All Family Resource service staff members are assigned to 
family service offices dispersed throughout the region. These staff 
members use their assigned offices as bases of operation con* 
veniently near the persons they serve. 

Centralized Inquiry facilitates entrance into the system of 
services. A client, a family, or a referring agency in the com- 
munity has to make only one phone call to find out about enter- 
ing the system. Basic information about a potential client is 
taken through Centralized Inquiry and referred to either child 
counselors or adult counselors serving the geographical areas 
from which the call originates. Child and adult counselors assist 
clients and their families in seeking out and receiving other 
appropriate services in the community, facilitate entry into the 
system, coordinate individual program plans for clients, con* 
tract for direct services relating to goals, and provide follow- 
along services to clients who have left direct service programs, 
(^nce a counselor has received the name of a potential client 
fronri Centralized Inquiry, he visits the client's home to com- 
plete the application procedures. If the system's services are 
inappropriate for the inquiring citizen, the counselor may assist 
him in seeking out and receiving other, more appropriate ser- 
vices in the community. If the counselor does feel that services 
within the system are appropriate, he proceeds in assisting th^ 
client in obtaining them.* 

The counselors coordinate an individual program plan for 
each client in their family service office area. This individual 
program plan details the objectives tind goals of the develop- 
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mental services: The retarded citizen, parents, teachers or 
trainers; the psychologist, recreation consultant, and speech 
therapist, as well as staff from any other agency serving him, 
can all be involved in program planning meetings. Long and 
short-term goals are expressed within a specified time frame and 
staff members responsible for each objective are identified. 
Three months later, the same group reviews the client's indi- 
vidual program plan, updadng objectives as appropriate. The. 
individualized plan is then reviewed semi-annually for each 
client. Any direct "counseling** services for clients in develop- 
mental, vocational, or residential services are rendered on a 
contractual basis. Under this system, if a staff member from one 
of the direct service programs sees the need for special assistance 
which cannot be easily provided in the direct service program, he 
sends a request for that assistance to the counseling supervisor 
for the geographical area in the form of a contract request. The 
contract describes counseling functions in goal-directed terms 
signifying that a counselor who engages in a contract becomes 
responsible for reaching certain objectives with the client. Once 
a client has graduated from a direct service program, the coun- 
selor sees that the client*s needs are met. Once a client is success- 
fully employed, is Kving independently, and does not need his 
counselor*s services, he may terminate formal ties with the 
agency. 

A comprehensive service system must offer Medical Sen 
vices. The system employs two nurses who maintain contact with 
students in Developmental Centers and clients in residences, 
acting in a capacity similar to that of school nurses. Although 
the nurses provide simple medical attention, they refer clients 
to physicians as necessary. Eighteen physicians in the five county 
region provide the needed medical care to the retarded citizens 
living in residences. In this arrangement, since the residence is 
interpreted as another family unit, the physician simply acts 
as a family doctor to the mentally retarded persons in the 
residence. Local psychiatrists provide any necessary psychiatric 
consultation. 

The ov niem also ainis at preventing mental retardation. 
Counselo'-s make referrals to the genetie research and counsel- 
ing component of the University Medical Center. A cooperative 
"physician and community education** program has involved 
both the service system and the Association for Retarded Citi« 
z?ns. Information on mental 'retardation, its prevention, and 
local service availability was placed in the offices and waiting 
rooms of physicians throughout the community. This effort 
should not only reduce the incidence of mental retardation, but 
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also encourage early childhood inlervenlion, thus preventing 
more serious future handicaps. MedicaHludents and psychiatric 
interns receive practical experience in the service system. 
Through educating future physicians about mental retardation 
and community service systems, the system will improve early 
identification and appropriate referrals for educational inter- 
vention. 

Speech and language specialists serve students in Devel- 
opmental Centers and trainees in Vocational Service Centers. 
This staff has outlined a language lattice which shows the 
ordered development of speech. Through seminars, these pro- 
fessionals have taught other staff persons the skills they need 
to accelerate language development. The lattice guides all staff 
meAibers in pinpointing objectives for speech projects. 

The psychological services staff helps evaluate clients at 
the time of entilance into the system. This staff also works closely 
with schools, school boards, school psychologists, and public 
school teachers in evaluating which developmental center stu- 
dents may realistically enter public school programs. Also 
working closely with Vocational Service Centers, the staff mem- 
bers aid in program development for pre-vocational trainees. 
Psychologists are also providing consultative service to resi- 
dences concerning the individualized projects for clients. 

Recreation services are available to any mentally retarded 
child or adult in the region and do not depend on the individuaFs 
enrollment in the. service system. The staff strongly encourages 
community recreation agencies to include mentally retarded citi- 
zens in their regular programs. This inclusion helps many 
children and adults integrate into the leisure time activities of 
their own neighborhood areas. The direct programming for 
children provided by the recreation staff stresses physical and 
social development. 

Transportation is available to all retarded citizens :who 
would not otherwise be able to attend their educational or voca- 
tional programs. The system expects all adults to use public 
transportation if at all possible; programs exist for those need- 
ing training in how to use this public service. A good transporta- 
tion system is very important. Children and adults must leave 
their residences to go to school, workshops, or employment and 
to maintain a normal rhythm of life. Also, in more rural parts 
of a region, transportation may be the key to service availability. 
When looking at transportation for severely retarded multiply 
handicapped citizens, a system must consider special creative 
solutions. 

The service system provides for the recruiting, screening, 
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placing, and evaluating of volunteers. Volunteers .only supple- 
ment paid staff. These interested citizens can greatly embellish 
the quality of services as well as help mentally retarded citizens 
in the community form important friendships. 



The centrally located administrative services are totally 
administrative. No direct service efforts emanates from the 
Central Administrative Office. Adpfiinistrative services include 
personnel, purchasing, accounting, research, grant administra* 
tion, public education, and centralized secretarial support. Also 
the Central Administration includes the offices of the Directors 
of the three divisions within the service system. This centralized 
location encourages the all-impcilant ongoi4ig communication 
and p!amiing between divisions. The administrative services 
benefit all service areas, and .each division depends on Central 
Administration for all administrative support activities. 



CONSUMER INVOLVEMENT AND MONITORING 



To insure the continued viability and flexibility of the 
service system, consumer involvement and monitoring activities 
progress at all levels. Beginning at the very highest administra* 
tive level, this effort includes consumers on the Governing Board 
of the service system. These individuals must be able to express 
their opinions and effect meaningful changes^within the system. 

In addition to direct involvement on the Governing Board, 
the service system should develop an advisory committee repre- 
sentative of consumers and citizens from across the service area. 
This advisory committee should study all planning and budgeting 
aspects of the agency and make recommendations directly to 
the Governing Board and the agency director. 

The opportunity for consumers to be continuous agents for 
change within a service system also implies some direct involve* 
ment at the client level. Therefore, each service or program 
within the system should develop an advisory committee < or 
group which assures the mentally retarded citizen and his 
parents the chance to make recommendations on individual 
program considerations. These internal consumer involvement 
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mechanisms will help to insure that the services continue to be 
those needed by the consumers. However, internal mechanisms 
alone will insure neither viability nor change within an agency/ 
Some external monitoring forces must be developed. 

Parents of the mentally retarded citizens within the service 
area were responsible for getting the community-based system 
of services off the ground and consumer involvement in these 
services continues t^ play a vital external monitoring role. 
Through the organization of the local Associations for Retarded 
Citizens, groups of parents and consumers actively monitor the 
service system. Human and Legal Rights Task' Force G)mmit- 
tee visit programs, solicit information about programs from 
parents an J clients, hear grievances, and recommend changes 
to the staff and ultimately, if necessary, to the Governing Board. 
In Chapter XHI of this book Mr. Robert Perske discusses various 
kinds of monitoring systems and their direct relationship to the 
on-going efforts of a system of community services. 
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CONCLUSION 



In the preceding pages we have closely examined the devel- 
opment and structure of one comprehensive service system for 
mentally retarded citizens. Tuis system was built on the normal' 
ization philosophy. Five major principles — the developmental 
model, specialization, continuity, integration, and dispersal — 
underpin this system. The practices derived from these principles 
— consumer participation, human dignity, cost benefit, systems 
flexibility, human scale programs, and community support sys- 
tems — mu.st enter all decision-making considerations of the 
system. Based on these dynamic considerations, the structure of 
the service system grew. Four well-designed divisions were im- 
plemented with interdependency as a prime conhideration. These- 
divisions cooperatively provide a continuum of services for 
mentally retarded persons. To continue this development and 
assure that the programs meet the clients* needs, the system must 
give consumers access to all levels of the service system from 
Governing Board to individual programs and services. Because 
this nput may not be enough, local Associations for Retarded 
Citizens must monitor the system to provide' an external evlua- 
tion of it on an on-going basis. These efforts of implementation 
and management are today^s challenges. 

In the future, peonle will probably perceive and accept the 
mentally retarded citizen as a fellow human being who needs 

9^ ^'XJ 



and can benefit from on-going developmental guidance and 
education within normal community education syste^ms. In fact, 
a complete network of specialized services providing continuity 
in a retarded person*s life will be integrated into our community 
services structure. Further, similar systems of service will be 
integrated into communities across the s^ate and across the 
country. Mentally refarded citizens and their consumer advocates 
will demand and obtain equal rights for all retarded citizens 
and will force states to provide services wh'ch accord human 
dignity. Therefore, large congregate care institutions will be 
gone forever — replaced by the true integration of retarded citi- 
zens into society. Th^n, all handicapped citizens will enjoy 
dignity and res|Stect, and our society will be accepting and caring. 
Under those circumstances no more challenges would apparently 
exist. 

What then would be the major challenge when internal 
change ager\try, efficiency, and a sufficient quantity of services 
exist within a society? Quality control. And this challenge will 
rest with the consumer movement which must develop continu- 
ously with progressive service systems. Effective consumer moni- 
toring and advocacy will assure a life of dignity and respect 
for retarded citizens in the years to come. 
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CHAPTER XI 



SERVICE DELIVERY IN RURAL AREAS 

by Dennis Popp 

The special needs of rural areas s6em to have been neglected 
in the nation's efforts to recognize and cope with the problems 
of mentally retarded persons. When the federal government 
arranged in 1964 for "comprehensive" state-wide mental re- 
tardation studies throughout the country, only a very few states 
even Mentioned the specific needs existing in rural areas. Yet 
rural areas still comprise a large part of the nation, from the 
farm lands in the central United States to the Indian Reserva- 
tions in the Southwest; from the mountain sections of some 
eastern states to those cf the Northwest. 

A report of a community service demonstration project 
carried on in six sparsely populated counties in Wisconsin 
cogently summarized the special problems faced by mentally 
retarded persons in rural areas: 

A. In a rural area the understanding and awareness of the 
retarded*s needs and the subsequent impetus to serve 
him has suflFered from the relative lack of exposure to 
publicity, information, and educational effort. 

B. Services for the retarded have not developed in rural 
areas due to the mechanical problems involved in 
bringing people together in an area of low population 
density. 

C. In a rural area there is often a lack of facilities such 
as day care, sheltered workshop, and special classes to 
serve the retarded. 

D. Most rural areas lack diagnostic and treatment centers. 

E. Rural areas lack an organizational structure for proper 
identification, treatment, and referral of the retarded 
and their families. 

F. There is an extreme lack of trained professionals, such 
as psychologists, social workers, public health nurses 
and^physicians, who can offer service to the retarded 
or tneir families. 

G. The rural retarded and their families have long been 
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unaware* of any alternatives to strict custodial care in 
the home. 

H. Peot)le in rural areas often have low expectations for 
their normal child, as well as the retarded, and are 
unable to see the value of training and education. 

I. There is often a stigma attached to family coun^ling 
in a rural area, and the fixed point of referral miy be 
located in a clinic or welfare department. Where little 
stigma is attached, such as the public liealth nursing 
service, this office is understalTed in a rural area. 

J. Neighbors in a rural area often have'iess experience 
with and understanding of the retarded child than their 
urban counterparts. 
K. Parents of the retarded in a rural area are often poor 
and cannot afford the cost involved in transportation 
or the child care necessary to attend parent group 
meetings or take advantage of counseling and diagnostic 
services for their retarded child.^ , 
Increasing resources available, innovations in service de- 
liver methods, and building upon the unique strengths of rural 
areas may alleviate some of these factors. But many will require 
new organizational patterns. Many services formerly state- 
administered or provided centrally will have to be administered 
on a decentralized basis, often in cooperation with counties. At 
the same time,, other services delivered locally to "normal" 
persons will hdVF to be supported with special resources from 
a regional level. A region may be a combination of two adjoin- 
ing counties, a large segment of the state, or even a territory 
encompassing areas of several adjoining states. The^involvement 
of a multiplicity of governmental units with different levels of 
authority and different functions clearly necessitates energetic 
communication, coordination, and cooperation. But it can be 
done. Interstate projects for rural mental retardation services, 
for instance, were developed in Indiana, Kentucky, and Ohio, 
and between Arizona, Colorado, New Mexico, and Utah. < 
In actual service delivery the great distances in rural are^s 
require different solutions depending on the nature of servicl. 
Individualized services such as guidance and assistance to a 
mother in managing her severely handicapped infant would 
suggest that the service be brought to the home. On the other 
hand, schooling and vocational services require either avail- 
ability of daily transport or, in rases of unusual distances, a 

* i (nmmunm Senite Demonstration Project for the Mentally Retarded in a 
Rural Irea (,rant No MR fi.SOl^A^S. April 4. 1%6 (iiiimeo) Crntra! UWon^n 
Cxilony. Madi««on 
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boarding arrangement away from home, preferably for four 
nights only. 

But, despite their small population groupings, diverse 
political influences, and lack of public and professional leader- 
ship, rural areas do possess great strengths, unknown to urban 
and suburban areiis. Rural areas have a cohesive social and 
cultural pattern that demonstrates concern and acceptance for all 
"members." A strong local pride is easy to self-generate on 
behalf of "meeting the needs of our own." Small populations 
also facilitate a personal knowledge of one another's abilities " 
as well as limitations, leading to formation of more personal 
relationships. 

Typically, however, only one or two persons* energy and 
guidance lead to the development of services. As long as this 
energy is present, the service remains. When the energy fades, 
so does the service. If we are to overcome the current lack of 
comprehensive rural services and the resulting human suffering, 
we will need greatly increased efforts to build on local Strengths 
and continued innovation in delivery methods. The fallowing 
pages describe some positive efforts which build upon local 
strengths and which use innovative methods. 

\ 

CASE^FiNDiNG, INFORMATION AND 
REFERRAL SERVICES 



For services to be given, the service provider must identify 
those needing a service (case-finding) ; and, on the other hand, 
the parent-consumer must be able to find out where to turn for 
assistance (information and referral). 

In the absence of the health and welfare agencies typically 
found in cities, rural areas offer informal informational net- 
works which can help find people needing services. He<"ause 
through their general knowledge they ran assist people to enter 
the service system, people in these networks are sometimes re- 
ferred to as "gale keepers." A study^ made in Vermont (desig- 
nated by the U.S. Census as the most rural Slate in the Union) 
identified mentally retarded individuals in a two-county region 
and found that such persons as town clerks and postmasters had • 
more such information than physicians and public health nurses. 
Because of case-finding's being so informal and unconnected 

2Bru f W. I^gay. **MenUtl Retardation in a Rural Sew England Area: The Use 
of Gatekeepers to Identify Retarded Persons in the Community** Doctoral di«JHrjta- 
tion. Florrnrr Hellrr (/radiiatr School for Advanced Studies in Social Welfarr, 
Brandris University, "Waltham, MaH«, 1972, 
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lo service providers, informalfon and referral has also been 
informal and undesigned. Many parents have, therefore, been 
uncertain where to turn, whom to talk lo, and how to learn what 
the future may be like for iheir child. 

A solution to this problem, first s^iggested by the President's 
Panel on Mental Retardation in W62, is the establishment in a 
given area of a "fixed point of referral." The Wisconsin rural 
community serv^'-e project mentioned earlier approached such 
a solution by es polishing in each of its six counties a fixed point 
of referral in the person of a specifically assigned staff member 
of a local agency. In two cases this was the county welfare de- 
partment, in another tw(^ the mental health clinic, in one the 
public health nursing service, and in the remaining one the 
sheltered workshop. 

These workers spent more than half their time on individual 
contacts, general evaluations of the presented problem, referrals 
to the appropriate agency or agencies, and counseling with 
families so that their initial fears could be alleviated and parents 
could develop the strength to seek further help. The workers 
spent the rest of their time on community education, consulta- 
tion to agencies, and stimulation of new or expariSed services. 
This system succeeded so well in the six-county demonstration 
area that Wisconsin is now establishing "fixed points of referral" 
in all the counties. 



PREVENTION 



In the past, because of the distances, lack of knowledge, 
lack of manpower, and lack of available media, thinking about 
prevention within r'^ral areas was difficult. It once seemed ad- 
ministratively impossible to inform every expectant mother of 
her need tor immunization against measles or even to have each 
one receive prenatal examinations. But today prevention in rural 
areas is being attacked on a regional and even statewide basis. 
The University of Nebraska Medical Center,^ for example, has 
developed a mass public education program which stresses early 
and frequent prenatal examinations of mothers whose unborn 
babies may be at high risk. The Medical Center first aims to 
reach out with preventive information and to help all mothers 
of potentially high-risk infants during their prenatal stage. As 
a secondary prevention strategy, when a newborn child does 

'Uni\rrsity of Nebra^-ka Mediral Crntpr Report to the Pre^^dent*^ Committee on 
Mental Rrtafilation at a mertinK in Kansas Tity on September 21. 1973, Gerard 
Van I.r*^ipn, 
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show definite symptoms of problems associated with mental re- 
tardation, the Medical Center has a specially equipped van and 
a plane to bring in the mother and the infant. This dual strategy 
of primary prevention and very early inljrvention has signifi- 
cantly reduced lasting handicapping conditions. 

Continued mandatory screening and inoculation of chil- 
dren at their entry into public schools will help to reduce the 
number of handicapped persons in rural ar^as. New provisions 
for early screening and medical services undtr Title XIX of the 
Social Security Act could greatly help a largely unserved popu- 
lation. This program of medical screening, dUgnosis, and 
treatment bf health problems in economically deprived families 
should pre\ent many of the problems we now find causing long- 
term handicapping conditions. 

DIAGNOSIS AND EVALUATION 

In most rural areas few professional people are available 
to assess developmental problems and to plan for appropriate 
treatment and training. Referral for a comprehensive diagnosis, 
including biological, medical, psychological, psychiatric, educa- 
tional, social, and other necessary developmental tests may be 
available at only one or two very distant locations, usually a 
state university medical center or a state mental retardation 
training facility. For diagnostic information to be useful to those 
who seek it — parents and other community agency personnel — 
the distant diagnostic facility must share it in clear, understand- 
able language. Diagnostic findings must lea lO treatment and 
training that can be carried out by minimally trained or non- 
specialized staff. If appropriate goals, objectives, and methods 
are clearly determined, most treatment and training cuii be con* 
ducted locally. If these measures are taken, only rarely, when 
specialized and intensive treatment by a highly trained profes- 
sionaPis required, will the handicapped individual have to be 
treated in a distant loc-tion. 

Sometimes one cannot travel away from home for diagnosis 
and evaluation. In this case, even the highly specialized services 
should come to the family. Public and private agencies can pur- 
chase specially designed and equipped mobile vans for medical, 
educational, and social evaluations on a district or regional 
level. (These mobile facilities can be adapted periodically to 
meet the needs of various other programs as well.) In particular, 
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mobile vans can be used to train parents and to equip and sup- 
port professional personnel who come to work in rural areas. 



HOME TRAINING SERVICES 
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In all areas of the country parents with severely retarded 
infants and young children commonly find themselves facing 
the task of meeting their child's special needs without helpful 
continuing guidance. This experience is particularly damaging 
in rural areas because there is so much less chance of helpful 
contacts with other parents of handicapped children or with 
knowledgeable professional workers. Feeding problems, sleep- 
ing problems, listlessnpss, hyperactivity, and lags in motor and 
speech development greatly concern parents; they need guidance 
and practical help. 

This help may come to the parents through home training 
specialists employed by a healthy mental health, education or 
welfare agency, through a public healHTfiurse or, especially in 
rural areas, through a home demonstration agent from the 
Cooperative^Extension Service of the U.S. Department of Agri- 
culture. Ideally, the home training specialists should act as 
extended jVms of local agencies with which they can consult 
about special problems they encounter during home visits. A 
good though rare example of this type of service was developed ( 
in 1969 in Portage, Wisconsin, originally with federal funds, 
but now maintained by contributions from 23 school districts. 

The Portage Project serves a group of rural counties with 
numerous small communities in central Wisconsin. On its staff, 
the Project has ten to twelve specially trained teachers who visit 
the homes of preschool children with mental and physical im- 
pairment, many of them multiply handicapped. 

As children were being identified it was clear that class- 
room programs could not be provided due to the cost and 
responsibility of transporting very young handicapped 
children great distances. In addition, even when several 
children were identified within a smaller geographical 
area, i.e., one school district, the variance in chronologi- 
cal ages, functioning levels and handicapping conditions 
precluded establishing classroom programs. In addition, 

* See Jennifer How^e. Preschool Instruction Mobile Facilities: Description and 
ylnoiyju, Southetsirm Education Laboratory, 1971. If the mobile unit is used fre- 
quently, it should be %e\i propelled rather than the trailer type. Ordinary small 
camper vans have been modified for use; truck vans have been uvd to transport 
bulky and expensive diagnostic equipment. 
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classroom programs would severely limit parent involve- 
ment due to the geographical and psychological distances 
between home and school. Thus, a major progiam decision 
was made: all instruction would take place in the parent's 
and child's natural environment — the home. 

Thus, the Portage Project is a Jiome teachmg program 
attempting to directly involve paT^ts in the education of 
t|ieir children by teaching parents what to t'^ach, how to 
teach, what to reinforce, and how to observi and record 
' behavior.^ 

' With the aid of a developmental check list the teacher, who 
^visits the home generally once a week for about two hours, helps 
/ the parents to see how their child is functioning, determines 
what they want to teach their child during the next week, re- 
cords whether the child has pro^ ^essed, and then has this reviewed 
by a supervising teacher. The traveling teachei not only gives 
parents the encouragement they need, but also provides sugges- 
tions for new techniques and methods. This project has demon- 
strated that parents can objectively evaluate their children, 
teach them, and joyously watch them grow and develop. Where 
more complicated problems suggest help from other agencies, 
the teacher can make referrals cr at least assist parents with 
them. When major diagnostic work-ups are required, the teach- 
er, if at all possible, will accompany the parents a?idl the child 
to the clinic. She is then able to share her observations with the 
clinic and, in turn to receive a first-hand interpretulion of the 
clinic's observations. * 



OTHER MEANS OF HOME TRAINING 
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In some regions, inaccessible or very difficult transportation 
routes and insufficient personnel prohibit frequent contacts. 
Still, evaluation and training can be brought into the home. 
Correspondence courses can be developed (as has been done for 
many years in New Zealand),* The pare, ts receive weekly pre- 
scriptive material for use with their handicapped child. Since 
most homes today have either a ladio, a television^ or both, 
retardati.^n services should design specific training programs for 
radio and television broadcasting at predeterhined intervals. 

5 David E. Shrarrr and Mar«>ha S, Sh*»arrr, The F /rtage Project: 4 Model (or 
Early Childhood Inlenentton. Prtparrd for thf ronf rrncr on Early Intervention for 
Hiffh Risk Infants and \oung Children, May 5-8, T 74, Chapel Hill, North (^rolina. 
(Mimeographed ) 

• R, Winterbourn, *'Home Trammg Through Corre^pondenre— a New Zealand 
Programme,'* In: International Child Welfare Review, 19 A, 1965, 
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Television can also be used to train and support parents who are 
not as isolated Some public libraries serving rural areas work 
hard to have available helpful literature for parents of handi- 
capped children and also to present information on how to 
obtain appropriate films. Telephone, television, radio^, and 
periodicals can also tremendously help the isolated professional 
and paraprofessional located in rural areas, helping them to 
keep abreast of current knowledge, philosophies, principles, 
and techniques. 

INFANT DEVELOPMENT CENTERS 

Parents can profit greatly from contact with other parents 
and with professionals associated wit^ the facilities serving 
their child. Parents in rural areas (where highways are accfs- 
sible) will drive sixty to ninety miles one way to attend infant 
developmental programs. They need both the opportunity to 
relate to other parents of handi [ ped children and to observe 
how easily others handle their children. Infant development 
center's could demonstrate how specialists from different areas 
can work -together to help each child and his parents through 
explicit steps of development. At these centers the parents also 
coulo learn what toys help best with growth and development 
and now they can build their own toys with simple materials. 
The>^ should be able to check out toys from the centers jb^jis 
they vould borraw a book from the public library. As the com- 
municates media present additional information on growth and 
development and as more local programs are established, par- 
ents can become more secure in raising their handicapped chil- 
dren at home. They no longer have to feel rural isolation. 

EDUCATIONAL SERVICES 

With the federal courts reemphasizing the right of every 
child to have an education, new administrative systems and 
methods are needed to provide educational services in rural 
areas. Above all, the integration of a severely handicapped 
child into regular public school buildings is requiring schools 
to plan for space and equipment which they consider unusual 
because it is special. These requirements are actually no more 
unusual than that space and equipment required by other students 
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enrolled in special areas of learning such as chemistry, wood- 
working, home economics, and so on. A special efTort must pro- 
vide multiply-handicapped children with classroom space with- 
out architectural barriers. 

^Special educational services in rural areas will also call for 
an expansion of the traditional school bus systems to include 
specially designed buses to transport multiply-handicapped 
children in wheelchairs. Since they travel up to sixty miles one 
way to school, these buses may also carry teachers and training 
equipment to provide educational and social stimulation to the 
students. 

As school districts become unified in the delivery of special 
services, there will also be an increase in the recruitment and 
use of temporary residential progra ns for five days and four 
nights. These temporary living ar angements are repeatiri^ a 
historical practice of educational attendance in rural areas; ^ 
many years ago all of the children in some rural areas were 
"boarded out** when there were insufficient numbert of schools 
available for those who wanted to go beyond the eighth grade. 
A variety of boarding facilities are necessary in rural areas since 
most "temporary parents** have preferences for the degree of 
handicapping conditions they can accept in a child. A system 
must not only find understanding and accepting boarding fam- 
ilies but also give them needed back-up services to cope effec- 
tively with any special problems the children might present. 
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ADULT SERVICES 

As another major problem, rural areas lack varied work 
opportunities for individuals or contract work for those adult 
developmental facilities which use work as the primary train- 
ing method. For many years simple farming or service job 
opportunities were the only choices. 

More recently, because the agricultural industry became 
mechanized, opportunities were limited to truck gardening and 
tasks identified with migrant farming. But the rural environ- 
ment is now beginning to offer new opportunities to retarded 
workers.^ In a southwestern state, for instance, rehabilitation 
authorities initiated a system which organizes and employs 
retarded young men in work crews of six and assigns them to 
tasks in state parks. A similar project has worked well in the 

^SfP Employmrnt Methods, for Srverely Physically Disabled, SRS-DD Grant to 
United ^rebral PaUy of Kansas. #57 B.603, 1973. 
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park system of a midweslern stale. Irrigation, hoeing, and the 
spraying of citrus and avocado groves have recently been found 
to offer productive jobs for retarded workers. Groups of re- 
tarded workers have been successfully placed with the poultry 
industry, both on farms arid in processing plants. In several of 
these agricultural occupations both young men and women are 
employed. 

As industries relocate in rural areas and a variety of jobs 
and subcontracts become available, additional work opportuni- 
ties for rural mentally retarded you^g people should materialize. 
It has been demonstrated that industries can profitably employ 
handicapped workers, and some are now hiring more multiply- 
handicapped adults. As industries set aside specially designed 
space and develop specialized tools and equipment, handicapped 
persons will integrate into production lines and labor unions. 
Here again only specialized housing and other ancillary sup- 
port services can allow this integration to continue successfully. 

As industrial development has expandedf in rural areas, 
rural schools in midwest and western states have played a signif- 
icant role in widening the range of job opportunities for re- 
tarded people by introducing work-study programs. When such 
programs have extended over three years for the individuals 
involved, substantial vocational benefits have been achieved. 
Once such a program has gained acceptance and approval, place- 
ment opportunities multiply. A cooperative tricounty special 
<*ducation work-study program lists no less than twenty-four 
different types of work facilities in which students have been 
trained and employed. 

Increasingly, more severely handicapped adults in rural 
areas can work in work activity centers, sheltered workshops, 
and adult day-care centers. Because of the difficulties in sub- 
contract procurement some of these centers have been able to 
provide only "busy" activities. As isolated centers, they are now 
realizing that they do not have sufficient trained personnel or 
subcontracts to deliver appropriate treatment and to design 
specialized training services. Consequently, these centers are 
entering into contracts with a variety of service agencies at a 
regional or mullicounly level, and these contracts become more 
and more prevalent as planning becomes more sophisticated at 
the regional level.' 

«This Iff ml IS (Irputed in the philosophy and prinriplrs of the nrw Standards 
for Community Af(en,ifs Srning Perwns uitk Mental R uirdation and Other Devel- 
opmental Pisahtlitiei. \rrrrditdtion (.ounnl for Facilitirs for the Mentally Retarded. 
ChicaRO. 1973. 
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RECREATIONAL SERVICES 



While opportunities for adequate schooling for even the 
more severely retarded child are improving year by year, recrea* 
tion remains a critical problem, particularly in rural areas. 
Fortunately, in a number of states the 4*H youth clubs, organized 
under the Cooperative Extension Service of the U.S. Department 
of Agriculture, have recognized this problem and come up with 
a twofold answer. Special 4*H Clubs have been organized to 
meet the needs of children in specialized classes, and **regular" 
4-H Clubs have taken an interest in "bffering recreational op- 
portunities to retarded children. While some 4-H Youth Mem- 
bers have volunteered as camp staffers, others are helping re- 
tarded young people with grooming and other social training. 
Some of the Extension home demonstration agents also have 
developed recreation activities such as creative art projects and 
nature study. 

In some areas "Scouting for the Handicapped" programs 
might be available. Youth groups affiliated with the National 
Association for Retarded Citizens also have developed recrea- 
tional programs for young retarded adults, and some of these 
have been extended to rural areas. 



COUNSELING 

Counseling services must be available throughout the life- 
time of a handicapped person. It is a difficult decision for 
parents to choose to place their young child in even a temporary 
boarding home in order to attend school. The emotion experi- 
enced by most parents when their child first enters school is 
doubly experienced by these parents. They feel that pnly they 
know the sudden occurr«nces which can place their child in a 
dangerous situation and which require immediate, knowledge- 
able help. However, with expert counseling and understanding, 
school and community professionals can make this transition less 
painful for both parents and child. Of equal importance is the 
availability of counseling to the retarded person in adolescence 
and adulthood as he leaves the protection of home and school 
and faces the challenge of life in the community. Only a very 
few rural areas have a counseling agency, let alone a specialized 
service geared to handicapped individuals. For the time being, 
reliance must be placed on volunteers and informed networks. 
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ETHNIC SERVICES 

In some rural areas the majority of the population may 
represent a single ethnic group. An outstanding example of an 
ethnic group which initiated services for their handicap^^ed 
members is the Navajo tribe. Other Indian tribes, including the 
Mountain Utes, were also involved, and it was an interstate 
effort as well. The states were Arizona, Colorado, New Mexico, 
and Utah. 

The planning effort included representatives of the follow- 
ing agencies from each slate: The Bureau of Indian Affairs, the 
State Coordinators of Mental Retardation Programs, the Gover- 
nor's Planning Office, the State Special Education Division, the 
State Vocational Rehabilitation Services, and the State Public 
Health Department. Through interagency planning with these 
tribes and tribe leadership, members of the Navajo tribe were 
trained to establish and staff a fixed point of referral to pro- 
vide counseling services, child and aduU training services, and 
special education services. Ethnic groups in most rural areas 
would need to involve many of the same agency representatives 
in planning efforts for comprehensive services because over- 
lapping political jurisdictions and several state and federal 
agencies will provide these services. 



CONCLUSION 

In the beginning of this chapter we spoke of some of the 
prr' lems associated with planning and providing services for 
handicapped citizens in rural areas. We have attempted to point 
out how various areas throughout the United States are over- 
coming these problems. Because of the vast geography and the 
resulting need for specialized* transportation and housing, pro- 
viding comprehensive services in rural areas will always cost 
more than in urban and suburban areas. But when measured 
against the human and economic price of unattended problems, 
these costs should not deter us. 

We have made significant strides in the last twenty years 
as we have proven that parents isolated in rural areas can pro- 
vide excellent care and training for their handicapped child 
when given the proper support and guidance. Given the creativ- 
ity and support of home care services and understandable, 
clear-cut professional guidance, the rural parents of a handi- 
capped child need not send him away in their quest for services, 
nor need the child and family languish in need and neglect. 

lU) 
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Parents and professionals must continue to demonstrate 
a creative approach to the problems presented within large rural 
areas. They must plan for and develop methods and techniques 
that guarantee that handu^apped people receive proper training 
and treatment at the apim>priate time. The pride of people 
living in rural areas still ruQs deep, and this pride will enable 
them to demonstrate a self-determination to meet the needs of 
their fellow citizens. \ 

But rural areas must not Deleft alone with their pride as 
their major strength. To deliver Xneeded community services, 
rural areas themselves need to receive much greater adminis- 
trative and financial attention from\state ^d federal govern- 
ments. In a technological country, rural areas should be able 
to expect far greater innovation in service delivery methods 
through greater research and development funds. 
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CHAPTER XII 



OUTREACH IN URBAN AREAS 

by G.. Thomas Graf 

Although authorities do not agree about the exact per- 
centage of retarded persons among us, few would dispute that 
the problem of mental retardation is more severe in poor popu* 
lations than in the middle and upper socio-economic levels of 
our society. The retarded citizen who is poor often lacks the 
rights and services available to more affluent handicapped per- 
sons simply because the poor sire unaware of the services 
available and how to obtain these services. The mentally retarded 
person in urban poverty requires the same generic services as 
other retarded persons. While many retarded persons have been 
deprived of these services, those living in urban poverty have 
been even more deprived than others. 

To meet the needs of mentally retarded citizens in our 
inner cities, we must understand not only their specific problems 
but also the political dynamics of change in the American sys- 
tem. The American political system responds to well organized 
and sophisticated pressure campaigns and influential citizens 
rather than to the worthiness of a particular cause. The compli- 
cations and intricacies of the political process seem strange te 
most people, and especially so to the poor. For centuries men- 
tally retarded people of all socioeconomic levels suffered both 
the inequalities and dehumanization of our system; only when 
middle-class parents organized the Association for Retarded 
Children and pressed for their children's rights did the Ameri- 
can system respond. To deny the importance of middle-class 
involvement in the change process would be unrealistic and 
certainly misleading to an understanding of the avenues to 
social change in America. 

5e parent movement (ARC) historically has been com- 
f middle and upper-class parents fighting for services 
re recently for the rights of their retarded children and 

adults. In the mid-sixties the national movement began to shift 
its emphasis from providing services primarily to the children 
of its membership to obtaining services for all retarded citizens. 
This shift of national association policy has resulted m many 
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stales' passing laws mandating various community programs 
and services for all retarded persons. Many states now have 
mandatory education acts for exceptional children; others have 
passed community services acts providing for training centers, 
vocational centers, group homes, and diagnostic and evaluation 
services. Concurrently, the national parent movement began to 
deal more concretely with the particular problems posed by the 
relationship of poverty to mental retardation. To obtain basic 
rights for retarded persons, associations have begun to use the 
courts instead of legislative mandate. Because of this reliance 
on judicial decisions, middle-class parents could not seek a legal 
guarantee of the rights of their own alone without also seeking 
the guarantee for all retarded persons — black, white, rich, 
or poor. 



THE SPECIAL PROBLEMS OF POOR FAMILIES 
WITH MENTALLY RETARDED MEMBERS 

Beyond the political and legal issues, the complexities of 
urban living and service delivery pose major hurdles for all 
families, especially the poor. Metropolitan areas with their 
intricate governmental bodies, service agencies, school districts, 
boundaries, and overlapping services form an often incompre- 
hensible and impenetrable maze. Simplification of a service- 
delivery system is seldom a reality in the United States. 
Consequently, urban living and service delivery problems 
require knowledgeable advocates for all retarded citizens, 
especially the poor. 

Project STAR was such an advocate. STAR — a recent 
poverty project conducted by the National Urban League, Family 
Service Association of America, and the National Association 
for Retarded Children — concluded that, "There is an overall 
need to increase the capacity, effectiveness, and efficiency of 
services to the mentally retarded and their families, but par- 
ticularly among the poor and minority families. Major problems 
in the service system that have contributed to this need are: 

— gaps in service 

— uneven distribution of services throughout the com- 
munity 

— varying quality of services, some excellent and some 

just meeting minimal standards 
— fragmentation of services. Problems encountered here 

include: 
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— difficulties for the client in finding the best way to 
enter the service system 
* — conflicting an3 inconsistent eligibility standards, 
especially for the multiply handicapped 
— inadequate mechanisms for comprehensive work- 
* ups and case planning ^ 

— inadequate mechanisms for case management con- 
tinuity for interagency services ' 
— cumbei*som6 mechanisms, for assigning costs to the 

appropriate agencies 
— insufficient opportunities for staff development and 

infusion of new service techniques ^ 
— insufficient planning and coordination among 

agencies with complementary services * 
— insular attitudes tied to oneMype of client, dis- 
ability, or service within agencies (public and 
private) 

— inadequate input from^low socioeconomic and 
minority groups." ^ 
A lack of planning and program coordination of the 
broader service system presents major obstacles to all persons, 
but especially to the poor. During the past twenty years com* 
munity aiervices for mentally regarded children have grown,, 
rapidly throughout many sections of the United States. As a 
result of centuries of neglect, programs were too often initiated 
by a variety of public and private agencies without regard for 
enough short and long range planning or interagency coordina* 
tion. In essence, we find an often sporadic array of services in 
our cities. Although national priority is beginning to shift 
towards the provision of well-integrated service models, a well- 
planned and coordinated service delivery system is too often 
the exception rather than the rule. 

The Example of Adult Services. Many community-based 
service agencies are experiencing the consequences of planning 
neglect. Specifically, vocational rehabilitation agencies — by vir- 
tue of their concern and federal funding for adult services — 
are just now beginning to feel the impact of effective advocacy 
and ineffective interagency planning for the mentally retarded 
adult. Massive program development by one comnrjunity service 
agency will sooner or later make an impact on others. Advocacy 
and public agencies initially demanded services for retarded 

^ Long, Farl L,, **A Final Rfiwrt on Protect Star* (Serving to Advance Rehabili' 
tation). National Urban League, Re^^earrh and DemonMration Grant Number 
15-P-55061/203 from Sorial and Rehabilitation Servire, Department of Health, 
Education and W»»Ifare, Wa^^hington, D.C, 1973, pp. 16^17, 
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children, specifically day care and special education. While 
some enacted mandatory education laws for exceptional chil- 
dren, others received a mandate from the courts that public 
education is a right of all citizens including mentally retarded 
ones. The court decisions and legislation mandating education 
for mentally retarded persons have resulted in identifying and 
then providing services for thousands of retarded children. We 
are experiencing a revolution in the development of community- 
based services for the retarded persons. Because this massive 
reform in education and other child-oriented services (day care, 
diagnostic and evaluation, and other treatment services) has 
caught the traditional adult-oriented service agencies ill pre- 
pared, vocational rehabilitation agencies are hearing thousands 
of special education and day care graduates knocking at their 
doors for service. This problem will continue to be acute for 
the inner city adult retarded citizen. 

If employment and economic progress are major escape 
rputes out, pf poverty, mentally retarded citizens living in 
Americans inner cities must follow these routes. Why guarantee a 
person fifteen years of education (3-18) only to deny him the 
vocational training required to "succeed" in society? Although 
we must still emphasize creating and opening up employment 
opportunities fc>r retarded citizens, we should give major priority 
to developing innovative pre- vocational and vocational training 
programs. Services for. mentally retarded adults have changed 
little over the past two decades. For the most part we are still 
witnessing the limited, under-financed, sheltered workshop 
model of the early fifties. 

Traditionally, vocational rehabilitation agencies have main- 
tained a "case closure" mentality. They have given priority to 
those handicapped people with the potential for fast rehabilita- 
tion and case closure. Needless to say, this excluded most men- 
tally retarded people. 

Although employment opportunities for retardeu persons 
generally exceed the ability of service agencies to fill them, the 
need for adult rehabilitation services exceeds the ability of 
traditional agencies to supply them. While more affluent parents 
may be able to make their own private short or long term pro- 
visions for their mentally retarded adults, this crisis in public 
provision vio^mizes the poor. The unemployed adult retarded 
person in the inner city is at great statistical risk of getting into 
trouble with the law and entering the criminal justice system. 
Vocational rehabilitation intervention by the community could 
save it from more costly and needlessly restrictive offender 
rehabilitation later on. 



In view of these factors, a high national priority must now 
be given to expansion and integration of comprehensive adult 
services for retarded citizens — especially for those living in 
inner city poverty pockets. 

Unless we follow up with adequate comprehensive adult 
services, we are wasting all the diagnostic and evaluation clinics 
spf ial education classes, day care centers, recreation ph)grams, 
counseling, and groro homes. We should give special priority 
to vocational training and job placement services for inner city 
retard^ adults. 



SPEaFIC OUTREACH STRATEGIES 

Even if an ideal coordinated service svstem for retarded 
citizens existed in every American comrr the poor would 
still face a very real dilemma. Despit- Aiv ,iy available ser- 
vices to retarded persons, low income t£-....iies know little about 
these valuable resources and programs. This fact alone produces 
the need for advocacy outreach service to assist families in 
obtaining the?p needed services. Although outreach programs 
are not the only special need of mentally retarded citizers 
living in poverty, they are one of the major needs of this group. 

The scarcity of literature on advocacy and outreach models 
reveals the low priority our society places on persons yho are 
both mentally retarded and poor. Aside from seve^l pilot 
projects administered by the National Association for Rltarded 
Children and a few state and local parent, associations, little 
effort has been expended to reach out to poor families. With 
the start of Project RESCUE in 1969, the Atlanta Association 
for Retarded Children was one of the first to demonstrate a 
concern for mentally retarded members of poor families. Since, 
as Executive Director of this association, I was involved in 
developing the outreach project, I will draw heavily on this 
experience and Project STAR, mentioned above. 

Pilot projects RESCUB and STAR represent valuable 
building blocks for new service models which can be adopted on 
a broader base throughout the United States. 

Administrative Auspices. In developing an outreach pro- 
gram on the local or stat^^vel, one must consider two important 
factors: (a) Which agency eo^best administer the project? and 
(b) What are the^pdSs^rble sourtei^^financial support? 

A private, independent advocac^^^xirgamzafion would be 
the best sponsor for an outreach program. It would have freedom 
to act and a pool of strong volunteers. 
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The sources of financial support should probably be 
diversified among private and public resourced. High costs- 
usually prohibit strictly private support, even though partial 
support must come from this area. Public funds should be 
sought from those public agencies least likely lo be adversely 
affected by the advocacy program. Federal or state grants from 
public agencies removed from direct program operations are 
the best sources of public funding. 

Human Resources. Assuming the appropriate independent 
agency secures funding from an independent source, we can 
now consider the operation of a quality service. Experience has 
shown ^hat a useful outreach program begins with good staff 
and volunteers, i.e. professional staff, paraprofessional staff, 
and well-trained volunteer advocates at various levels of pro- 
fessional development. The real success of Atlanta's Project^ 
RESCUE has been attributed to it^^ use of indigenous workers 
as home visitors. According to Patricia S. Powell, Director cf 
RESCLE, ^'While our paraprofessional home visitors have not 
had a long formal education in counseling techniques, the 
home visitors' ability to empathize (enriched by their own 
similar backgrounds) and to convey their sincere concern and 
willingness to help has brought about the effective type of 
counseling needed by families who in the |)asi have been unable 
to relate to 'ivory tower' thera|)ists." 

A model outreac' advocacy staff should also include a 
social worker, a nurse, and an administrator responsible for 
supervising and coordinating the program. The professionals 
train and back up the paraprofessional neighborhood woikers 
or home visitors and also the volunteer advocates. Aside from 
the standard clerical and office workers, the staff also includes 
a |)art time |)erson skilled in |)ublic information techniques. 
He assists in preparing various types of community education 
materials and plays a key role in campaigns to recruit volunteer 
ad^ axes from inner city agencies and neighborhoods. 

The second major factor in RESClJE's success was ihe 
initial inten.sive in»service training program for paraprofessional 
staff. The pr{)gram included three major phases: 

(1) Lerturt - and discussions concerning mental retarda- 
tion as a phenomenon: its varieties, causes, degrees, 
and [mtential treatments, including special emphasis 
on behavioral shaping techniques. 

(2) ¥ 'ic\{{ trips to an i discussion of agencies and resources 
in metropolitan Atlanta which were already providing 
services to mentally retarded person.. In soniC cases 



the paraprofcssional staff could observe and briefly 

work with mentally retarded persons. 
(3) Orientation to other staff members, role allocations 

within the project, and the importance of openness 

and cooperation among team members. 
Continuous staff training and development progressed 
throughout the year. Visiting agencies' representatives, lectures, 
and films are scheduled periodically, and the professional staff 
members (social worker, nurse) provide continuous education 
and training in their areas of expertise. The educational process 
must emphasize practical situations and real problems. As r 
result RESCUE has experienced a low paraprofessional tur'^ 
over — one out of seven per year. 



This program's succesj lies in abandoning the traditional 
selection (academic), training (theoretical), and management 
(professional over suL professional) models. It stre^es team- 
work — working together to help mentally retarded citizens and 
their families. 

Finally, the heart of a good program is the "soldier" in 
the front line. If the professional staff does an adequate job 
of selection, provides contimjous staff training, and reinforces 
the paraprofessionals throUgh career advancement, then it has 
won half the battle. 

Program Components. An outreach model should include 
the following ten components: (1) case finding, (2) referral, 
(3) parent training, (4) supportive counseling, (5) interagency 
cooperation, (6) target ar]|a*c6mmunity education, (7) sup- 
portive advocates, (8) backup group advocacy support,. (9) 
consumer input, and (10) law enforcement involvement. 

(1) Case Finding. During the developmental stage of 
Project RESCUE we found case finding to be our most pressing 
problem, requiring a high priority. Lee Copple, RESCUE'S 
Project Analyst, discussed these problems in RESCUE 1971 
Armnal Report: 

"There is no reason to suppose that the p'-^j^cled target 
population does not exist, but its identification po^es 
unexpected difficulties. As yet, our understanding of these 
difficulties must of necessity be somewhat tentative and 
speculative, but we are inclined to think that it is based 
on one or all of the following elements: as compared to 
the 'middle class' populations in which case finding for 
MR services is more often done, our target population is 
(a) less knowledgeable about the nature of mental retarda- 
tion, (b) less aware of the difference between a mentally 
retarded child and their normal siblings or companions, 
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(c) less sensitive to community pressures resulting from 
deviant behavior in children, (d) more inclined to accept 
the status qu^ as^unchangeable, (e) less alert to commun- 
ity resources for problem solving, (f) more inclined to 
accept superstitions or guilt explanations of deviancy, 
(g) more preoccupied with maintaining day-to-day exist- 
ence, (h) less able intellectually and emotionally to accept 
help. For these and possibly many other reasons, we do 
not see anything comparable to the aggressive demand for 
services for the mentally retarded which has resulted in 
so much change in Rational attitudes toward, and provision 
of services for, th^ mentally retarded in the last twenty- 
\ five years. Rather, we see a picture of apathy, and possibly 
\ even secrecy, ar ' *his has hampered our case finding." * 

Clearly, the outreach project must literally reach out to 
the family through its indegenous workers. And when the proj- 
ect does reach out, it may encounter suspicion, rejection, and, 
in some cases, racial prejudices. Although case finding will 
never be easy, it should ipiprove once the project becomes better 
established and known among referring agencies and the target 
neighborhood themselves. 

From the beginning, the project's staff must work closely 
with potential sources of referrals, for example. Model Cities, 
OEO, county welfare, an^ similar agencies. Other potential 
sources of referral to an outreach agency include vocation 
rehabilitation, hospitals, public school special education direc- 
tors, school principals, community recreation directors, churches, 
juvenile courts, housing authorities, institutions, and health 
departments. In addition to such agency contacts and liaisons, 
approaches must be made through neighborhood newspapers, 
billboards, television, neighborhood organizations, and of 
course, the residents themselves. 

In 1972 RESCl'E received a total of one hundred two 
new referrals from thirty different sources. Success in working 
with referrals depends on the project s staff going to'the retarded 
person and not wailing for him to come to the office. Once the 
agency receives referrals, it must determine the problems, needs, 
and service priorities. The process begins with a professional 
assessment and family interviews and concludes with a staff 
conference which sets the priorities and draws up a plan of 
assistance, 

2 Coppk I.rc B.. "Project RESUME 1971 Annual Reportr Atlanta Association for 
Krtardrd (-hildrpn, Rrvan h and DemonMration Grent Numbrr 5 H30 MRO3125-02 
from Social and Rehabilitation Srrvire. Dppartmfnt of HEW. Washington D.C, 
1971, p. m 
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(2) Referral, As a second major component, this program 
must make referrals to appropriate agencies. An outreach- 
advocacy project intervenes on behalf of a mentally retarded 
person, his family, and his community; referral is a basic tool 
of intervention. The home visitor, if he or she is to succeed, must 
address the needs of the entire family. Intervention may take 
the course of getting the children to a medical or dental clinic 
or assisting the parents in finding day care for the children 
so that the mother can work, thus improving the economic status 
for the family. In many cases, a home visitor's early intervention 
with so-called normal siblings can prevent mental retardation 
from striking again. Assisting the family in good nutrition and 
health care practices or finding early childhood education 
experience for the other children can dramatically affect and 
positively benefit the entire family. \ 

Primarily, both professional and parapro^essional staff 
should use their knowledge of community resources to help 
the family and the retarded member receive all needed services. 
Each year the project should review its experiences with all 
services available to retarded citizens. RESCUE'S majorr 1972 
referrals to other agencies are listed below. 



Earl Long, in the 1973 Final Report of Project STAR 
states, "Of the known outcomes of STAR referrals, seventy- 
four percent resulted in a service being delivered to the client." * 
Atlanta's Project RESCUE experienced a similar rate of success 
with refei rals. 

In interviews, parents receiving outreach services stated: 
"The home visitors helped me find services for my child that I 
didn't know existed"— "they cut red tape"— "I didn't know 
my young retarded adult could get free medical care from my 
own doctor from Medicaid" — "Fdidn't know ab( ^ Aid to the 
Disabled" — "they helped me with transportation I he clinic." 

3 Ix)ng, EarJ,^^^ Final Rrport on Project Star,'* op. cit. inside rovrr. 




Number 



122 
65 
30 
70 
16 
60 
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Referral implies much more llwin just telling parents 
about a service. It often means actually transporting the parents 
to the agency, helping them with the forms and application 
procedures, as well as following up the referral. All added up, 
it means direct intt^rvention. 

(3) Parent Training. A third major program component 
and opportunity for intervcaon, a parent training program, 
can improve the family's knowledge and skills in coping with 
the retarded person's problems. Parents need to know about 
opportunities foi their child an,d about his rights and needs. 
Home visitors replace abstract, traditional methods with con- 
crete, experimental approache^to teaching. Demonstrating that 
financial, social, educational, and health services can be obtained 
has proven to be more effective than words. For example, with 
Project rescue's home visitors, parents of older over-protected 
retarded individuals went on tours of vocational centers and 
workshops so that these parents could see first hand other 
retarded adults succeeding in the outside world. 

Sexual ne?<]s and behavior are also problem areas for 
parents. The home visitor can help by teaching a young woman 
to use prescribed birth control pills correctly or training an 
adolescent male not to masturbate in public. 

^ In addition to the usual programs in toilet training, feed- 
ing, and dressing, other types of successful outreach home train- 
ing program> include personal hygiene, food preparation, meal 
planning, child care, budgeting, housekeeping, bus riding, 
pedestrian safety, and discipline. Assistance in these areas 
greatly Kelps to create a better environment for the retarded 
person and his family. 

(4) Supportive Counseling, For effective supportive coun- 
seling to poor families, home visitors must establish a trusting 
relationship from the beginning. In 1972 only three families 
out of one hundred two referrals rejected help from Project 
rescue's home visitors. This success rate can be attributed 
to the selection of home visitors on the basis of factors other 
than formal education or experience. Also, an internal staff 
training program followed by continuous staff education and 
development activities aids the paraprofessional's successful 
supportive counseling; therefore, the professional staff must 
assist paraprofessionals when needed. 

(5) Interagency Cooperation, Only by developing a close 
and cooperative working relationship with the staff members 
and leaders from other agencies can an outreach program meet 
its broad-based objectives. In 1971 RESCUE listed twenty-three 
agencies frequently attending case staffings of common "clients." 
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These agencie> inclutl^ ^choolg^^^/^k^livSps, legal aid, juvenile 
court, hobpilals, in>t!|ulions, health centers, cri|)|»le(l children 
services, and housing Authorities. 

The involvement of various intere>ted agencies in planning 
for the client reduces duplication of services while exposing 
the client to the greatest nunibet of possible services. A measure 
of Project rescue's succes^in interagency cooperation and 
joint understanding can be found in it-^ low four percent rejec- 
tion rate for services in 1972. Of two hundred sexenty-seven 
client referrals made in 1972, only eleven were rejected. 

(6) Target Area — Community Education, The need for 
changing attitudes and eliminating myths about the mentally 
retarded person and his needs is just as im|)ortarit in the inner 
city as in other parts of the community. A good outreach proj- 
ect should include a comprehensive education and public 
information program aimed at^ improving the community's 
understanding of the problem. The |)rogram should use news- 
letters, newsna|)ers s{»eakers buieau^, radio and television, 
and all other communication media. Educational campaigns 
on the effect of lead |)aiiiKpaisoning, rubella, and prenatal care 
should be parts of ijio^ overall public information emphasis. 
This component of the project can inform the public about the 
needs of tlie retarded |)oor. In addition to these functions, the 
community education component can help recruit volunteer 
advocates. 

(7) Supportivr Volunteer Advocacy. The staff of an out- 
reach program is limited in the amount and kind of services 
it can realistically provide to retarded persons and their fam- 
ilies. Although the staff can provide a variety of individual 
advocacy services, many of their clients' needs must necessarily 
wait because of staff and program limitations. But a corps of 
trained volunteer advocates can supplement staff services to 
retarded per-^ons and their families. Advocates can assist in 
a variety of areas such as transporting a family to visit their 
child in an in^^titiition, a medical facility, or school; providing 
homemaker services; picking up surplus food for the family; 
securing legal aid; or attending a ball game or picnic with 
retarded youngsters. The possibilities for volunteer advocacy 
are endless. 

The professi(»nal |»roject staff should recruit, select, train, 
and place volunteer advocates. Like the home visit(»rs, V(»lunteer 
advocates should be 'ielected on the ha^is of warmth, sensitivity, 
and c(»ncern. 

(8) Backup Group Advocacy Support, As mentioned, a 
large ^ociixl arii(»n agency, |H'rha|»s a parents' organization, 
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should administer the outreach project. An individual advocate 
might find a public agency rejecting a retarded citizen if it 
were not for the possibility of reciprocal action from the parent 
organization. In numbers there is truly strength. The community 
prestige and strength of an association for retarded children 
provide the individual home visitor with supportive power to 
meet his client's needs. If the outreach project operates inde- 
pendently or as part of a public agency, it will lack the backup 
"clout" to meet its advocacy objectives. Under a social action 
agency with a large membership, the outreach project can 
channel information into that agency's priorities for legislation, 
program development, and objectives for social change.? 

(9) Consumer Input. Project RESCUE'S parent advisory 
board aided greatly with information, recommendations, and 
planning for activities. Members of the poverty . population 
should be encouraged to participate in committees and other 
activities of the parent organization. They should have a voice 
in j)rojects tfiat will contributr to improving their own and, 
their children's lives. Outreach consumers can be very effective 
in a campaign to eliminate lead paint poisoning in their Model 
Cities community. 

In Atlanta, the consumer-based advisory board has under- 
taken several major projects. It directed a social action cam- 
paign at obtaining federal revenue-sharing funds from the city 
council to replace the categorical grani funding of RESCUE 
for the firs> five years. The parents met wjh individual aldermen 
to explain the importance of RESCUE services to*' them and 
other inner city parents of retarded children. Other direct proj- 
ects included collection and disbursement of Christmas presents 
for needy retarded children and their families in the inner city. 
We have found many articulate and willing consumers who 
can and want to help shape and improve not only the lives of 
their own children but also the lives of others. 

From a direct service standpoint, the inner city consumer 
can help vitally in case-finding for the outreach agency. The 
program's staff must heed consumers if progress is to be made 
in behalf of the inner city retarded citizen. But we must have 
more than "paper" advisory committees established to pacify 
bureaucratic requirements. The consumer must be involved in 
situations that really count. 

(10) Laiv Enforcement Involvement. Within the poverty- 
stricken inner city a number of mentally retarded persons may 
be involved in some situation which will require the attention 
of a police officer. A police officer in the inner city not only 
acts as a deterrent to crime, hut also provides service fo the 
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mentally retarded. To better understand how a police officer 
can fit within aq advocacy outreach model, we will examine 
these two functions in detail. 

The role of the police as a deterrent to crime can cause 
a problem for the mentally retarded individual if he is sus- 
pected of committing a crime. Research has shown that the 
preferred targets of special jiolice concern are some ethnic 
and racial minorities, the poor living in urban slums, and young 
people in general.^ Thus, a retarded individual may come under 
suspicion often if he is young, a member of a minority group, 
or from a low income area. Given this circumstance, one can 
understand why the policeman can be viewed as a threat by 
retarded persons; and their families. What occurs in the court 
room can reinforce this feeling. Again, research shows that 
a young poor person from a minuriiy race will receive a more 
severe sentence after conviction of a crime than a Caucasian 
convicted of the same crime.^ 

These circumstances cannot be easily corrected. An advo- 
cale/uutreach group, however, can take certain steps. First, 
such a group must meet with the appropriate governmental body 
which sets police standards fo/ training. This body should be 
persuaded to introduce a course on mental retardation as part 
of the regular training program. The proposed curriculum 
change should c larify the distinction between mental retardation 
and mental illness. The police trainee or officer needs an ade- 
quatf understanding of some of the causes of mental retardation. 
In particular he should know about the relationship between 
poverty and mental retardation. Most current police training 
materials fail to do this adequately. When the standards' com- 
mittee agrees to change the curriculum and increase the number 
of hour« of instruction in mental retardation, those proposing 
the change should help develop the new materials. In some 
instances, local Associations for Retarded Children have been 
invited to instruct police either in the academy or in special 
workshops or in-service training sessions. 

Also, police and trainees must have personal contact with 
mentally retarded individuals. The trainees need to understand 
that mentally retarded people often do not look any different, 
nor would their behavior usually identify them as different. 
Trainees might visit workshops, training centers, or group 
homes where they would see the retarded people functioning in 

^ Ritlnrr. Knon. *'The^unrii(mK of the Police in Modern Sorietv*' National Insli 
Wile of Mental Hrallh. 1973, p. 10. 

* Thoml)rrr\. Terrnrr. *'Hnre, S(u ioe< onomi( Status and Sentencing in the 
Jutentle Jit\tne ^wiem." The Journal of ( nnfrnal Liw and (.rimlnolopy 16, 1073, 
p. 97. 
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a normalized seltl A visit to a hospital for retarded persons 
would be quite inappropriate since it would not represent them 
in a community setting. A visit to a local group home would 
particularly help. The trainee could see that he really will 
encounter mentally retarded people in his patrol of a neigh- 
borhood. 

To better the relationship between the community and the 
police, an advocate group might work closely with the com- 
munity relations division of the police department. This division 
provides police officers as speakers to groups of interested and 
concerned people. The advocate group could suggest that mem- 
bers of the division visit classes, centers, and group homes to 
discuss law enforcement with retarded citizens themselves. In 
other words, not only must the police understand mentally 
retarded people, but meantally retarded persons must learn to 
understand and appreciate the police. 

As another way to hel|), an advocate group can inform 
the police about resources to which they can turn when they 
encounter someone they suspect is retarded. Advocate groups 
can provide this valuable information as well as the telephone 
numbers of individuals who will volunteer to be on call in case 
no professional retardation workers are available. 

The next step a concerned group might take involves 
advocacy in ihe pure^^t form, individual advocacy. Parents, 
friends, and relatives are not the only advocates for retarded 
citizen^; policerrfen can also serve as individual advocates. In 
many metropolitan areas the Police Athletic League (PAL) 
shows police interest in |)ersonal service. Advocate groups work- 
ing with the |)olice community relations division or a similar 
section can develop a program which would give the policeman 
the opportunity to become the advocate for a retarded individual. 

With the emergence of the circumstances described above, 
the second and equally important role of the police officer as 
protector can be more fully realized^An officer trained in 
recognizing and handling mentally retarded persons will be 
more comfortable in this role when he encounters a situation 
involving a mentally retarded person. Because only about ten 
percent of police calls strictly concern law enforcement and 
the other ninety percent fall into the categories of information 
gathering, service and order maintenance, the police officer 
certainly has ample opportunities to respond to people in a 
non-authoritarian manner.' If an advocacy /outreach group 
establishes a good relationship between the police and the com- 

^ Cull, John. Rirhar<i Hardv. Criminal Rehabilitation Within and Without the 
WalU, Charirs Thomas, 1973. p. 179. 




munity, the police can function more often as service providers, 
especially if the advocacy group can establish a mechanism for 
emergency admittance to a service such as a special group 
home. This would be a very useful service not only for the 
police but also for the retarded individual who has to be 
removed from a potentially dangerous situation. Many states 
have a uniform alcoholism act which states that an alcoholic 
cannot be locked up for being intoxicated, but must be treated. 
An act similar to this would aid a policeman who feels that 
the best procedure would be the removal of a retarded individual 
from a potentially dangerous situation. Overnight housing in a 
community facility — an emergency care unit — would be far 
better than detention in a jail cell. 

Although law enforcement is only the first step in the 
criminal justice process, an advocacy/outreach program can 
have its greatest impact at this primary entrance to that process. 
The provisions of alternatives for police handling are prefer- 
able to correctional alternatives. A retarded citizen usually need 
not enter the criminal justice process. In summary, an advocacy 
group should develop an educational program and offer alter- 
natives to incarceration so that an informed policeman knows 
where to turn for assistance. 



A NATIONAL CALL TO ACTION 



We have examined just a few of the problems relating to 
mental retardation and poverty. We have aho seen some specific 
outreach and advocacy components designed to assist poor 
families confronted with the problem of mental retardation. 
As important and helpful as these approaches might be, they 
still address themselves only to a small element of a much 
broader concern — eliminating mental retardation caused by 
poverty and developing comprehensive sujpportive service^^ for 
those poor persons already affected by the problem. As men- 
tioned earlier, only a few outreach models are now operating 
in the Un ted State^;, and most of those are funded on a <^hort- 
term demonstration basis. 

As a nation, we must attack the total problem of mental 
retardation and poverty. To make real progress, various advo- 
cate agencies for mentally retarded persons and the poor in 
general must begin to pool their resources and coordinate their 
efforts. 

We know the basic conditions of poverty: segregation, 
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prejudice, racism, poor education, inadequate health care, sec- 
ond-rate housing, inadequate and archaic welfare programs, 
and an American value system which places a higher priority 
on technology and objects than on people. As a result of this 
priority system, a man can walk on the moon and proclaim 
"one step forward for mankind" while back on earth a child 
cries out from hunger. In America a retarded child may be 
denied special education because not enough money is in the 
school system's budget, and another child denied heahh care 
because his family lacks the necessary means to get this help. 
One step forward for mankind? 

Government responds to the "will of the people" as 
expressed by lobbying power. In the field of health, education, 
and welfare we have fragmented our efforts. Associations for 
Retarded Children lobby. Mental Health Associations lobby. 
National Education Associations lobby. Civil Rights groups 
lobby; every group does its piece. The returns have been equally 
fragmented. Yet, the interrelationships of needs are quite 
apparent. Better schools in ghettos help prevent the perpetuating 
cycle of poverty and, thus, help reduce mental retardation due 
to poverty. Yet, the elected officials hear f ragmented voices. 
Because of fragmented efforts in heahh, education, and wel- 
fare, more money goe^ for space and defense. The implications 
are clear. The procedure for accomplishing our objectives 
should be eqi ally clear. We in retardation must begin to work 
more closely with other social action agencies and coordinate 
our lobbying and legislative efforts. A federation of individuals 
and organizations with common and interrelated interests, 
formed tor mutual interests and self-defense without forfeiture 
of individuality or self-determination, is needed in heaUh, edu- 
cation, and we^lfare just as it was in the American labor move- 
ment. A catalyst must fuse these organizations for their own 
self-protection. This is also the American way. Through it, we 
might influence the American priorities in a more humane 
direction. ^ 

If we are to sol\e the problem of mental retardation arid 
poverty, we need better general education, housing, health care, 
vocational training, employment opportunities for eAI citizens. 
The need for specific outreach and supportive programs for 
the poor will require federal spending. No one advocate agency 
can accomplish the mission, but the unified effort of many can 
begin to bring about positive change. 

Our national, state, and local associations for retarded 
children must reevaluate their own image, their own value 
system, their own commitment to serving all retarded persons; 



black or while, rich or poor. Do we mean what we say? Are 
we willing lo change? Are we willing to get involved? Are 
parents of retarded children as willing to write letters to con- 
gressmen for better health care and education for the poor as 
they are for specific services for their own child? 

Ideally and intellectually we can see the advantages of 
a lobbying coalition. We have seen it work for other movements 
and concerns. The real question is not whether it can be done, 
but rather, are the concerned agencies willing to do it? 



SUMMARY 

Services for retarded citizens have proliferated during the 
last decade. Despite this growth a segment of the population 
I remains inadequately served. These citizens reside in America's 
/ injier cities; they are the poor who are retarded or who have 
a retarded family member. This chapter has examined the 
documented relationship between poverty and mental retardation 
and the current critical need for adequately planned adult ser- 
vices in inner cities. It has described the necessary basic com- 
ponents for developing an effective outreach service designed 
to bridge the gap between services and the needs of mentally 
retarded persons living in poverty. Only a unified commitment 
of health, education, and welfare advocate agencies will brighten 
the future of these persons. 
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CHAPTER XIII 



NEW DIRECTIONS FOR VOLUNTEERS 
by Robert Perske 

Not long ago volunteers operated almost all community- 
based services for mentally retarded persons. Today tliis is 
changing- Professional community-based services ai^ beginning 
to appear. That these services are rapidly increasing stands as 
a tribute to the volunteer efforts of (first) hard-working parents 
of retarded citizens, (later) professionals who caught their 
spF^k of hope and gave their free time, and (still later) volun- 
teer citizens in the community who were turned on to the cause. 

And j^et, as professional agencies take over the functions 
of such "parent groups," one wonders what will become of the 
countless organized volunteer agencies which dot the American 
scene — volunteer agencies which with lots of moxie and little 
money, provided those first services-on-a-shoestring for retarded 
citizens in the community. The following possibilities can be 
conjectured: 

1. Some volunteer agencies will diminish to less powerful 
activities, locally. Some may even die out. 

2. Others will welcome their new ro^ s and missions as 
volunteers. 

Locally organized volunteers may choose to take the following 
directions. In doing so, they would tend to come alive in a new, 
but just as vital, way. They would operate independently as a 
volunteer organization. Yet, they could develop interdependent 
partnerships with service agencies for retarded citizens in the 
community. Since they will develop their own policies and 
point of view, at other times they may reactively oppose these 
service agencies. 

SOME NEW DIRECTIONS 

Public Attitude Change Task Forces: In some towns, vol- 
unteer groups are trying to change public attitudes. Now that 
retarded citizens are coming out of institutions and rubbing 
elbows on the :>treets with others, these volunteers have observed 
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new formic of negative altitudes on the part of some. They have 
.observed raw prejudi^^e from a few 'ocal citizens when small 
group homes are started on certain r ks Volunteer task forces 
have organized to counteract exactly se destructive prejudices 
toward retarded persons. The following examples show some 
tasks carried out by .;urh forces: 

f One group of volunteer parents of retarded persons organ- 

ized as couples anJ visited with all families on a street 
where the county agency sought to purchase a small group 
home for four small mentally retarded children from a 
local institution. 

Another committee methodically surveys newspapers, TV, 
and radio for helpful statement«^ about retarded citiz^ins 
as well as negative ones. They respond with grateful letters 
to those making positive statements. They respond firmly to 
those making demeaning ones. For example, when a state- 
' employed physician was quoted in the press as alluding 
to a small group of multi-handicapped children in a com- 
munity developmental center as ^Vegetables,'' this com- 
mittee sent letters to him, his superior, and even the 
Governor, requesting him to correct his vocabulary. Hap- 
pily, this committee makes nine contacts of gratefulness 
for every confronting one. 

Another committee has recognized prejudice on the part 
of student bodies and teachers now that more retarded 
children are attending public and parochial schools. They 
have organized to visit with school boards and faculty 
groups to clarify the situation aii*' eradicate myths about 
retarded persons. 

Organized volunteers who work at fostering healthy atti- 
tude-^ toward retarded persons in critical situations may find 
the surrounding service agencies deeply grateful for their 
actions in the community. 

AfrcncY Monitorinf: Efforts: Some volunteer task forces 
will monitor sjiecifir community agencies according to an 
orderly plan. One organization- has developed separate task 
forces for each of the following: community residential ser* ices, 
vocational services, developmental centers, public and parochial 
,choo1 duration, and nursinjjhomes where retarded citizens 
resuie. 

Agency monitoring by volunteer groups is emerging as 
a skill with its own body of knowledge. The following functions 
are currently being refined: 




1. Regular visits where check lists or written reports are 
used objectively and FespectfuUy. 

2. Procedures for handling grievances from parents about 
the Agency or vice versa. 

3. Developing an ability to respond candidly and firmly 
when they, as an objective outside group, perceive 
imperfections in the agency. 

4. Pointing out and responding gratefully to areas of 
excellence. 

5. Assisting m the celebrations when a new agency unit 
opens. 

6. Holding press conferences to defend an agency unit 
that has been unfairly attacked. 

Volunteer groups can win a new authority as a helpful 
monitoring force. As they win respect for their service, some 
agencies will open themselves and welcome such volunteer 
action. As a result, the agency will undoubtedly be a better one. 

Pilot Parents: Some volunteer groups know of certain 
parents who have successfully worked their own retarded child 
into their family system. They are singled out, recruited, and 
trained as Pilot Parents* who are assie;ned to parents of newly- 
identified retarded children. The ones who have "been there" 
help the others to feel they can make it too. Pilot Parents are 
not counselors, caseworkers, or therapists. They use a powerful 
development force, "peer group education." Thoy compare 
notes, discuss common problems, socialize together, and gen- 
erally help each other achieve healthy development in the 
human situation which they share. They help parents find the 
appropriate community agencies for their child. 

Actually, Pilot Parents' activities are not ne./. This sort 
){ activity has been carried on for years. Recognizing this as 
a valuable /service, volunteer groups have organized it into a 
coordinated effort. As these volunteers are recognized for the ' 
service they can render, agencies and professionals tend to 
make referrals to such organized volunteer groups. 

Citizen Advocates: Now that more retarded citizens are 
struggling to grow, develop, and make it in the community, 
citizen advocacy programs are emerging as a helpful aid. After 
careful screening. Citizen Advocate candidates undergo an 
intensive training program in learning about mentally retarded 
persons, their human rights, and human needs. If they success- 
fully complete the course, they are each helped to develop i.n 
advocate/protege relationship with a mentally retarded person 

IrTThiHTav 1 havr rallfd them "Pilot Parrnts/* \rtiia11y Mirh groups havr 
many namrs f-g , "Rc«»ourrr Parents," "Empathy Bureau " "Parent to Parent " etc. 
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to whom ihey are assigned. They undergo a continuing period 
of supervision. 

^ Some voluntary organizations work to inspire ordinary 
citizens from the community to develop a regular one-to-one 
relationship so well defined that one can even choose the exact 
level of relationship: ranging from regularly visiting as a trust- 
ing friend, to foster parent, adoptive parent, guardian, or con- 
servator. 

Creative Programs to Find Quality Guardianships in the 
Community: Some voluntary organizations are considering find- 
ing qualified citizens who will take on guardianship and con- 
servator responsibilities. Because this avenue is new, little can 
be said about it yet. However, some organized volunteers 
appear to be coming up with guardianship models of higher 
quality and increased responsibility. 

Youth Relationships: Some voluntary agencies are now^ 
developing organized youth relationships^ Some center around 
community-based facilities; other^^re organized in high schools, 
churches, and colleges. Some organize as service clubs. The 
most successful tend to be small groupings of youth in which 
one-half of the membership is mentally retarded. Some volun- 
tary agencies seek to develop small groups throughout the city 
and tie them together through a single board of steering com- 
mittee. 

Government and Legislative Action Forces: In the past 
organized volunteer agencies have excelled at lobbying, testify- 
ing at hearings, personally contacting legislators and govern- 
ment officials, holding coinmunity forums, letter writing, and 
participating in telephone^nd telegraph campaigns. This will 
continue. In some instap^ses, organized volunteers may choose 
to team with community-based professionals to torm a creative 
force for healthy government and legislative change. At other 
limes, if social and legislative change is to be accomplished, 
they may choose to oppose certain community agency policies. 

New legislative action may spur more parents of retarded 
citizens and more volunteer citizens to speak for themselves. 
Less and les^ will local voluntary agencies have professionals 
speak for them. In one voluntary agency, the executive director 
refuses any longer to lobby or testify; he trains the volunteers 
to do it themselves. If professional expertise is needed, it is 
recruited from the community-based agency. Watching volun- 
teers and professionals stand and testify side by side is exciting. 

Action Groups in Low Economic Sectors: Most voluntary 
agencies had their beginnings in the middle class. Now, some 
have become aware of retardation problems in low-income area*^. 

l(x» 
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At the same lime, they have discovered a creative force of people 
within low-income areas who are anxious to join the cause. As 
they join and participate in missions for the retarded, the vol- 
untary agency lakes on an added healthy quality. Citizens from 
low-income sectors have much to contribute to the general cause 
as well as to their own community. 

Often organizations must adjust or waive membership dues 
in a dignified way.^In one organization volunteer members are 
invited to "sponsor" an active member from the low-economic 
sector of the city by paying the price of that person's member- 
ship. Another group assists low-income persons with bus, rab, 
or auto transportation to places where they can do valuable 
work Babysitting may be needed, as well. 

One group has assisted persons from low-income sectors 
to organize campaigns to fight rubella and lead-paint poisoning. 
It assisted them in their struggles to obtain community-based 
services in their area (e.g., vocational training centers, counsel- 
ing centers, public school education, and child development 
centers). Also, the group computes the number of useful vol- 
unteer hours given to the cause, which to this day is increasing. 
Now, members from low-income sectors serve on the board of 
directors and on many all-city task forces. 

Human and Legal Rights Task Forces: As voluntary 
agencies work in partnership with community-based services 
to insure archer life for retarded citizens, they perceive one 
painful thiiif^ They see the- many human and legal rights thai 
have heretofore been denied to persons labeled "mentally 
retarded." 

Among these are the rij;lits to education, to treatment, to 
free choice, to risk-taking, to healthy sexual development, to 
a iife as normal as possible, to community living, to the least 
amount of restriction possible, and to developing one's highest 
potential. i 

Voluntary agencies can develop task forces to face both 
the general instances of denied rights and the individual critical 
human situations where the joy of living and growing is being 
squeezed out of a retarded citizen's life becau'^e basic human 
and legal rights are lacking. 

Voluntary associations have already confronted larger 
statewide and communilywide problems even to the point of 
going to court, V^olunteer task forces will apparently now 
organize to solve individual problems alMi. 

Fiecause of vested interests, community-based agencies are 
sometimes unable to become involved in such human and legal 
rights struggles. But the voluntary agency, free of political 
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and governmental lies, can be objective and powerfully influ- 
ential in such struggles. 

Program Innovation Task Forces: In a good partnership 
between a voluntary agency and a community-based service, 
volunteers can plan and develop innovative programs which 
eventually will be "spun off" to the direct service agency, 

In one low-income area, a committee of mothers Wnted 
to extend the special education or developmental experience 
in^o homes. So, with professional advice, they drew up a grant 
request for an educational toy library. The government agency 
approved the grant in the amount of toys and equipment. For 
more than a year, volunteers developed and staffed the toy 
library. Then, when it was operating, the toy library was turned 
over by predetermined plan to a community service agency. 

A pilot parent group felt a strong need for current books 
and information on mental retardation which would help in 
their relationship with "piloted parents." With technical assis- 
tance, the volunteers applied for grant money to develop a 
book lending library. The grant was approved in the amount 
of the books needed. The volunteers developed a central library 
area and many satellite library areas throughout the city in 
the community-based services and schools. Soon this library 
will be spun off as well. 

Such program innovations again illustrate how volunteer 
service and direct service agencies can dream, plan, develop, 
and work together according to a common schedule. 

The Power of Ad Hoc Task Forces: Any alert voluntary 
agency soon learns that ad hoc task forces assigned to a specific 
situation can have a unique creative power as well as a healthy 
effect on morale. An ad hoc committee can meet and plan and 
carry out a task; then evaluate and report on it; and finally 
disband with every member walking away feeling some sense 
of worth and accomplishment. 

One community-based agency asked its volunteer partners 
to develop a committee of parents to discuss the situation of 
two young couples who wanted to get married. They spent three 
sessions discussing the subject of sex, marriage, and mental 
retardation. In the last session they developed their "awkward 
and unfinished" guidelines on the subject. Bu^ these guide- 
lines, coupled with those developed by a small group of pro- 
fessionals as well as a small group of retarded citizens, <njave 
everybody some new insights and new directions for the com- 
munity. Such a volunteer action allowed people to look ahead 
and plan, even when faced with the most difficult questions. 
Examples of other ad hoc committees are: 
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A committee to study aversive punishment in a specific 
behavior shaping program. 

A committee to focus on a particular piece of legislation 
concerning the right to education. 

A committee of both volunteers and professionals to study 
medication problems in a small group unit of multihandi- 
capped children. 

All Volunteers Are Advocates: The above examples are 
only a few of many now emerging. But all this work has two 
aspects. 

First, volunteers do the meaningful work. If the voluntary 
agency has paid staff, their job is to recruit, train, inspire, 
enable, and sustain volunteers in doing meaningful jobs. This 
kind of work is a far cry from envelope stuffing, stamp licking 
and general "dog-work." 

Second, everything the voluntary agency undertakes lends 
to be group advocacy, individual advocacy, consumer advocacy, 
citizen advocacy, youth advocacy, or other types of advocacy. 
Although a mentally retarded citizen may need many supportive 
services to make it in the community, he may also need a wide 
array of volunteer advocates. 

SOME HARD FACTS THAT MUST BE FACED 

^\ Any voluntary agency that successfully emerges with some 

^ new directions must confront certain hard situations. A few 
of them follow. 

/ No Longer Parents Alone''* : In the early days of volun- 

lary organizations for retarded persons, the parents banded 
together, shared in each others' problems, and started the first 
community services. For the most part, these parents were 
very much alone. 

But, a'^ they succeeded, professionals volunteered their 
free lime. Then, catching ihe spirit of thi'^ new movement on 
behalf of retarded persons, other citizens chose to join the cause. 
Today a successful voluntary organization has parents, profes- 
sionals, and citizens, locking arms and moving forward together. 

Parent h)yalties Will Be Divided: Some parent?? will con- 
tinue to be thrilled that new community services are coming to 
their eommimity, Thev will be willing to work hard and to 
ad\<»rale for them. Other parents may not be so enthusiastic. 
Som< may feel that their son or daughter has the service 
he or she neecN and will feel no urge to advocate further. Others 
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will not see community- based services as something their son 
or daughter should have. Instead, they may tend to see the 
institution as the »nly place for their child. 

V oluntary Organizations Are Dispensable: Many volunteer 
groups have worked, thrived, and achieved at certain points 
m history. Then, when other agencies take over the activity, 
the volunteers tend to diminish. Voluntary agencies have pro- 
vided many community services for retarded citizens. Now 
that others have assumed this responsibility, the voluntary 
agencies must come alive with another cause and mission or 
they will eventually be dispensed with. A voluntary organization 
must be genuinely useful to survive. 

Voluntary Agencies Can't Compete with Efficient Compre- 
hensive Community-Based Services: It is quickly becoming 
impossible for voluntary agencies to do the job of direct service 
delivery as efficiently as professional agencies with the backing 
of legislative mandates and government funding. Vohintary 
agencies must find a new strength and serve as the strong sup- 
porters, confronters, and monitors of those ser\ices. Further- 
more, they must achieve a new cooperative relationship with 
organized volunteers working for cerebral palsied persons and 
persons with epilepsy and other developmental disabilities. In 
a sense, voluntary associations have been hoping for this rela-' 
tionship for many years. 

SOME HOPEFUL OPPORTUNITIES 

^hen the problems surrounding change are solved, unusual 
opportunities seem to arise. The following are a few. 

Parents Will Continue as a Vital Force: When parents give 
birth to a child, they're in for some work. If the child has 
retardation problems, they'll have some extra work. Those 
successful in accomplishing the extra work needed to under- 
stand, accept, and adjust their child into the family system 
often find increased growth and development in themselves. 
Persons like those often become the longtime stabilizing force 
of a voluntary agency. Since their longtime relationship with 
their retarded child keeps them involved, they may be mort 
stable. Meanwhile, professionals often shift their loyalties; 
they may even work for a while in mental retardation and then 
move to another field. 

Parents, Professionals, and Citizens Should Train Together 
Often: As awkward as it may seem, some of the most creative 
breakthroughs in our movement resulted from these three types 



of persons getting together to carry out a critical task. They 
didn't always speak the same language. But we are learning 
that these individual differences help groups to be more creative. 
Organized parents can have an uncanny way of confronting and 
provoking new thinking in professionals. Likewise, the profes- 
sional has much to leach parents. The citizen watching such 
interchanges can offer some remarkable things from his per- 
spective The voluntary organization can provide the arena for 
this fertile three-way creali^ ^ process. 

Com nunit) 'Based Services Can Thrive When in a Strong 
Partnership with an Efficient Voluntary Agency: The possibil- 
ities of a two wa> partnership are numerous. Each has a separate 
well-defined division of labor. The volunteers can advocate 
government funding for the community agency. The community 
agency can advocate donated funds for the voluntary agency. 
Prof^sionals can leave their agencies in the afternoon and work 
as volunteers in the evenings. Volunteers and professionals can 
testify at hearings together. These are only a few of many 
creative opportunities possible. 

A Fertile Body of Knowledge about Volunteers is Emerge 
ing: Today we are learning much about understanding volun- 
teers and enabling them to do valuable work. An exciting body 
of knowledge isi emerging. One can learn the way to successfully 
reinforce and gratify achieving volunteers. One can even direct 
volunteers so that they neither underachieve nor are exhausted. 
They ran be protected and respected as valuabl*" persons, and 
they needn't be exploited. People will volunteer for a cause 
that excites i. and helps them to make this a belter world. 
The "age of volunteers" is here; if our cause does not capture 
the interest of people, other causes will. Paid staff persons in 
volunteer organizations learn to develop creative skills as 
"inspirers" and "enablers" of others who do the meaningful 
work. They learn that in a voluntary agency esprit de corps 
comes when "success is allowed to build on success " When they 
feel they want to Ipave, volunteers can be helped to terminate 
with dignity. One learns how to help volunteers to fe 1 as if 
they were part of a family-like task force as well as a member 
of a large mission. In short, volunteer ae;encies can be alive. 
They can be exciting. One can develop a deep sense of achieve- 
ment in them, while doing a lot of good at the <?ame time. 



CONCLUSION 

One can look back and marvel at spunky local volunteer 
associations for retarded <^itizens who with much energy and 
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enthusiasm helped our civilization to make a social somersault. 
Once, those called ''mentally retarded" were expected to live 
out their lives in institutions; today, society expecis that they 
should live in the community. Community-based services are 
a growing reality. 

But, one wonders what will happen to those many local 
voluntary organizations which worked so well to bring us this 
far. What will become of them? What's ahead? 

Clearly, in this age of volunteerism, the local volunteer 
associations can thrive in some new ways. They could develop 
a wide array of thoroughgoing advocacy programs. They could 
develop a healthy independent partnership with community- 
based agencies. Frankly, community-based agencies need their 
volunteer partners: sometimes the volunteers will collaborate 
with them; sometinaes the volunteers will objectively disagree 
and confront them. But the agencies need these partners all 
the time. 
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CHAPTER XIV 



THE POLITICS OF COMMUNITY ACTION 



by Thomas P. Holland 



AOVOCACY FOR RETARDED PERSONS 

To persons labeled as retarded, the allocation of social 
resources and human services in this country has been limited. 
Before the 1950s few services were available to them besidea 
residential care in remote institutions. The subsequent rise of 
the parents' associations provided a framework for organized 
political pressures at national, stateL and local levels for 
increased services and resources for m entally retarded citizens. 
The 1960s saw a series of legislative actions which sharply 
increased the appropriations in this diiiection; and by the early 
1970s, the federal government alone [was spending well over 
a half a billion dollars per year for this group.* 

In the next decade, one area of human services needing 
extensive attention is the development of a" range of supports 
or "social utilities" to enable handicapped persons to live in 
th^ir communities.^ The conviction has grown that our society 
can and should provide a basic supportive framework to enable 
retarded persons to have a life style as near as possible to 
commigjity norms.^ Not less than others, retarded persons need 
the community services that many people draw upon, such as 
employment referral or counseling, recreational resources, 
financial guidance, health care, and others. Frequently, how- 
ever, such services are not readily available to this group for 
a variety of reasons, w} h may range from a simple lack of 
the service to a systematic discrimination in existing services 
against retarded individuals. 

^^obrrt Sepal, Mental Hetnrdntinn and Sonal Action. Springfi^^ld, III: Cliarlrs 
r, Thortia'^, I97O: Thoma*^ P. Holland. Changing social jxilires on mental retardation, 
Tkf Sotial Servife Revieu. 46. No. 2 (June 1972), pp, 251-262 

2 Alfrrd J. Kahn, Ini e%tment/ in Ptople: A Smud jtork Pery)ertivf. New Kruns- 
wirk, NJ.: Rutgpr^ University Urban Studies Center, 1963, p. 6. 

Bengt Nirje, •*The Normalization Principle and hn Human Management Implira- 
tion-*;' in Robert Kiipel and Wolf Wolfensberger (eds,), ChunginR Patterns in Hesi' 
dmtial Services for the Mentally Retarded, Wa«^hington, D.C: President's Committee 
on Mental Retarrlation. 1%9. pi». 179-195; Gunnar Dybwad, Challenges in Mental 
Retardation, Ne\j[ York: (Columbia Univer«.ity Press, 196'4, pp, ft3^9H. 
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The effort to develop a normal environment for any ipin- 
ority group must overcome limited access to resources and 
services. Furthermore, groups which have suffered systematic 
exclusion may need an even more active effort to mobilize and 
coordinate the delivery of human services to them. This paper 
will examine some of the strategies which could mobilize sup- 
portive human services in the community on behalf of retarded 
persons. 

Advocates far retarded persons may come from numerous 
sources: individuals whose families or friends include a retarded 
person, neighborhood groups or school committees, parents' 
associations, religious organizations, staff or boards of private 
or public human service agencies, community or regional plan- 
ning boards, and elsewhere. 

The methods of action available to such advocate groups 
are varied, but generally involve the planned exercise of social 
and political influence to expand the share of community 
resources and services available to retarded persons. Such 
activities begin by specifying the service needs of this popula- 
tion as well as by identifying the community resources available 
to meet^such needs. Next, the methods by which the services 
may be expanded or oriented toward retarded persons must be 
analyzed. The advocating group then must measure its capa- 
cities and resources for influencing the target services and then 
match those "levers" against the objectives. Let us examine 
these basic processes of selecting targets and objectives for 
change and applying our resources to bring about the desired 
outcomes. 

DOCUMENTATION OF NEEDS AND 
POTENTIAL SERVICES 

To derive accurate plans for social action, an interested 
group must begin with a careful examination of the situation 
it seeks to change. Initially it must carefully document the 
needs of its consumer group. The service needs of retarded 
persons, like those of others, vary in extent, scope and duration. 
-^To live in the community, many retarded persons need varying 
amounts of a range of ser\aces: housing, employment, financial 
planning or a*;si^tance, education, recreation, health care, and 
others. 

For example, few^^r retarded children would nave to leave 
their familie*^ and enter institutional care if they had equal 
access to such resources as day care anjl kindergartens, after- 
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school recreational and athletic programs, Boy Scouts and Girl 
Scouts, not to mention such basics as equal attention and oppor- 
tunities in public schools.^ Likewise, far more adult retarded 
persons could live more normal lives in the community if they 
had training in the basic components of employment — not only 
the development of marketable skills, but also such necessary 
supplementary skills as handling job interviews, getting along 
with supervisors and fellow employees, getting to and from 
work, arriving punctually, and so on. Although some retarded 
persons may need special assistance in financial management, 
this could be viewed merely as an extension of many persons' 
use of expert assistance in such complex responsibilities as pre- 
paring their tax forms or handling tljieir pro{)erty transactions. 

Basically this initial phase shc^uld document the specific 
needs of retarded persons to enable/ihem to pursue normal lives 
in the community. With such needs specified, a group of advo- 
cates could set the Initial broad goal?> of obtaining the services 
required to meet these conditions. 

Attention is then directed outward across the community 
to identify the existing services and resources. Following the 
list of needed services, such questions arise as: which of the*-e 
services exist for any group in this community; whom do these 
programs now serve; to what extent are they actually or poten- 
tially available to our group; how accessible are they; how 
effective are they; and finally, what would it take to make them 
more satisfactory for our needs. (Community Service Directories 
developed by many "United Way" agencies may be useful 
beginning inventories of the range of available human services.) 
While the group might find one or several potential resources 
for some of its documented needs, the existing services will 
probably fail to match other needs, indicating gap^ in the ser- 
vice resources of the community. 



THE ALLOCATION OF SERVICES 
IN THE COMMUNITY 

Some of the existing contmunily services probably devote 
few of their resouice^ to retarded persons. Such situations do 
not exist because of chance or some ^'master plan" and often, 
as numerous parents have discovered, do not yield to individual 
ap[)eals for change. Rather, the existing distribution of services 

^Gnnnar Ihbwad. Thr Mvntnlh Handuapft^d Child Vndvr Fite Npw York: 
Njtional A'»»o<iation for Rrtardrd (hildrn, 1%9 
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— be they housing, finance, recreation, health, or others — results 
from the policies, values, and numerous political forces which 
maintain the present situation. Influences to constrain or restrict 
services further counterbalance influences to extend services. 
The competing interests of many groups interact to achieve the 
existing allocation of resources. 

For example, a tmrents' association in one community was 
presenting a plea to the school board for expansion of pre-school 
piograms and vocational training opportunities for the retarded. 
One board member was active in a local taxpayers' league fight- 
ing against any expansion in public expenditures. Another was 
sympathetic with the proposal of a large landowners' group 
advocating reduced property taxes and a shift to greater reliance 
on other sources of revenue. Also represented was a growing 
group of parents an^ teachers demanding that any new expendi^ 
tures go first to sharf) expansion in drug prevention programs. 
Whose interests would prevail? Without some shifts in influence, 
this situation was stalemated. 

To intervene effectively in one's own community, one must 
understand the social forces which maintain the existing dis- 
tribution of resources. Often the initial response to inquiries 
takes some form of 'That's all our budget allows for." Humans^ 
however, create a budget; and, if so motivated, they can chang^ 
it. Hence, any examination of limitations or ^^aps in servirefs 
must dig dee|)er into the influences acting upon the decisiorl- 
makers who control the distribution of resources. 

Such an in\e^tigation should not only identify what forces 
are operating to maintain the present situation, but also specify 
what influences would bring about the desired change in each 
situation and what levers could exert these influences. The 
persons or groups with the authority to make the needed changes 
must be identified. Further, the person^ or groups who may 
control or influence these people must be recognized, as well 
as the nature, extent, and channels of their influence on the 
derision-makers. Then, the available methods can be addressed. 



INVENTORY OF RESOURCES FOR INFLUENCE 

Having s|»ecified what each change would require, we can 
then turn to an inventory of our own base or stockpile of 
resources for action. What of ours could influence the decisions 
of the grou|» we want to cha^nge? Beginning with a careful 
analysis of our own group's membership or constituency, we 
can document the range and extent of resources accessible to 
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us. Numerous tools pf kinds of resources can overcome resis- 
tance and change a social situation. Any list of them would at 
least include: ^ 

1. Personal energy 

2. Professional knowledge 

3. Money and credit 

4. Popularity and charisma 

5. Political standing 

6. Social standing 

7. Legitimacy or legality 

8. Special position for receiving ard controlling th% flow 
of information ' ^ ^ 

Varied social resources influence decisions in varieu ways. One 
way to categorize the means of influence is (1) persuasion, 
(2) inducements, and (3) constraints.^ 



PERSUASION 
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Probably the most frequently used method of trying to 
bring about change is persuasion. Individually or in groups, 
advocates have approached community agencies with appeals 
to them to modify some aspect of their program — be it eligi- 
bility requirements, nature or extent of services, or otber prac- 
tices. These advocates have marshalled evidence of insufficient 
or inappropriate services or of unmet needs and argued to 
persuade the administrators or commissioners to change their 
agencies' policies or practices. The matter is referred to a com- 
mittee for further study; the desired change is postponed 
indefinitely. 

While rational persuasion is doubtless the easiest and least 
problematic method of attempting to influence decisions, it is 
also possibly the least eff^ective. As a result of reasoning or facts 
alone, few polities change regardless of the good will with which 
the proposal may be presented. More subtle but more powerful 
influences bring about and maintain the policies and practices 
of community agencies, and they will respond only to equal 
or greater social forces. 

Of course, objective information and reasoned arguments 
are useful pnd necessary tools. But when we analyze what is 
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actually required to change a given situation, we must ask, 
*To what extent will persuasion he^p?" "With whom?" "Under 
what circumstances?" "What sort of approach will best accom- 
plish our objective?" 



INDUCEMENTS 

Agencies, boards, and policies exist not only for obvious 
reasons but also for the private goals and interests of the groaps 
and individuals which set them up and control them. Such 
factors are no less real or powerful because they are not readily 
apparent. People conduct their activities and make decisions 
for a variety of rewards, from personal satisfaction or benefits 
to increased recognition, status, or power. Fbr example, the 
elected official usually anticipates the voters' reactions to his 
taking one or another position on an issue. Before proposing 
a change, the manager of a private social agency will weigh 
hi*? board members' likely reactions. A public agency's admin- 
istrator must consider the positions of the members of the 
legislature. 

An inducement offers new advantages to the decision- 
maker's situation. The advocates seek to exchange some resource 
of theirs lor the desired decision or change. Such bargains 
may be objectively stated or implicit, immediate or long-term. 
Because a certain city rouncil candidate supports zoning vari- 
ances for group homto lor retarded persons, for example, one 
group may publicly endorse him; or the group may offer him 
its support if he will do so. 

Many respond to the opportunity for favorable publicity. 
An agency may desire public credit for discovering an unmet 
need wSich it could serve or for leading the way in resolving 
some community problems. If a group is willing to trade leader- 
ship or public imagt? or some other resource for the solution 
or change it desires, the agency may be induced to take the 
necessary action. 



^ CONSTRAINTS 

The reverse of advantages is disadvantages, and advocate 
groups ma- likewise consider applying undesired :rifiuences 
to the sociai situation. Imagine that a parent' association told 
a councilman that it would support his reelection only if he 
voted against « restrictive ord inance. If the councilman had 

178 

ERIC ' ^ ^ 



always had the group's supporfH^^^P sucly a communication 
would threaien him. If the groikp had oppdsed him in the past 
and he had no expectation of their support, the statement would 
promise a new advantage to hinvTlf he had never heard of 
them, or if he knew they could not deliver on the promise, he 
would probably ignore the statement. 

Most group^ avoid umavorable publicity. The threat to 
expose a practice of discrimination in services may suffice to 
bring about a change. More entrenched problems may require 
legislative changes, public investigations, or lawsuits. One of 
the outstanding examples of the skillful and effective use of 
adverse publicity to stimulate social change is the recent report 
on discrimination against retarded and emotionally disturbed 
children in one state's public schools.^ Numerous examples show 
the use of legal action to bring about better services; such as 
the case of Wyatt v. Stickney in Alabama, which focused upon 
the right to treatment; Florida Association for Retarded Chil- 
dren V. State Board of Education and Case v. State of California, 
which focused on the right to public education; and many 
other*;.* 



MATCHING RESOURCES TO OBJECTIVES 

To make proniiscv or threads in a hollow activity if the 
influenrer has no control over the resources necessary to imple- 
meU them. Hence, a grouf) must carefully inventory its 
resources and reexamme its goals realistically in light of its 
actual capabilities. Possibly some situations are controlled by 
influences beyond reach. Some propo^ied changes may be so 
extensive that reaction would defeat the attempt. \ group might 
have to scale down an objective or modify the scofie of change 
to a level feasible for the resources it can actually bring to bear. 

Some deci'^ion-makers may res|)ond to certain forms or 
methods or amounts of influence hut not to others. Hence a 
gM)up must attem|)t to match up resources to targets carefully, 
seeing that ina|)|)n)|)riate efTort^^ do not waste or overextend 
its capacities, but bring them to hear cfTicif^ntly, 

Some objectives may require a level of influence beyond 
a group's immediate control. However, it can tem|)orarily post- 

'Ta«*k Forrp on Mrildron Out of S< hool. buffer thr Children. The PntitK % of 
Sffnvd Health in MuK^ni huKPtt^ Ro'^ton' Thp Task Forrr. hu\. 1972 

^Srv Fru(!nnn Mtntnl Retardation and tht Lau i Refutrt nn Current 

C ourt ( nKP% U*a«.hinKton. I) ( ' Offirr of Nfrntal Retanlation Coordiriafion. D \\ K W., 
JiiK. 197'^ ilso .re ihf "Hfiw fo ^nr Pa< kapr," National A««««OMation for Rrtar(ir(J 
( hiltlren, Arltnglon. T»'xa'« 



pone direit adioii and a portion of i[< re'^ouroe^ into 

developing a f!;reater ^tork of influence for later use. For 
example, it may seek an alliance willi another organization 
which is pur>uing similar goals. Or, it may seek to get a key 
community person onto it^ board so a*; later to inlWence his 
deci^iion**. 



IMPLEMENTING AND MONITORING 
THE ACTION PLAN 

To achieve iu objective^, a group must formulate a feasible 
and realistic plan of action. A sequence of steps and alternatives 
can 4H*s4lesigned, along with designating appropriate persons 
to implement ea(h one. Task> must account for the skills of the 
individual^ or grouf) and the r?ce|)tivity of the target groups. 

The action plan may involve several steps and influences 
brought to bear sequentially or simultaneously. As gne wri^tL ^ 
suggest,*.: 'The action*^ of many persons, each of whom has^''^ 
independent authority, must be concerted for a proposal to be 
adopted; the |)roponent-. of the proposal try to concert these 
actions by exen i>ing influence — by persuading . . . rewarding, 
punishing, and otherwise inducing; meanwhile the opponents 
exercise iallueiK e either to pi event the actions from being con- 
certed or to concert them in behalf o( some alternative proposal 
which they prefer." ^ 

For u> to know the extent to which our efforts are paying 
ofT, we will want to develop further methods of keeping track 
of the original needs and objective- of our group. Are services 
being opened up and brought to our group; are they available 
in suffi( lent (piantity and at the needed time^; are the services 
efTective in meeting the original needs; were there unexpected 
('onsequenccs? 

^ * Such (lo( umentation helps us in numerous ways. F^riniarily, 
it will constitute specific evidence about which of the needs of 
retarded persons are being met and to what extent. Beyond this, 
it will provide reinfon ement and satisfaction to our group to 
, see that oor efforts have paid ofT. Further, such evideiKe can 
be fed back publicly to the group j)rovidi!ig the service as 
positive indications of theii succc^^s as scrv ice prov iders. Finally, 
a s'stem of monitoring nerds and services will allow us to 
identify ad(btional needs of retarcbMl persons and thus provide 

'^ork Vrw Trrss. l«>f,H |. .107 
\\\\\ 

ERIC r-.": 



an information ba>e for formulating new objerti\es.*^ We can 
then begin anew the vycle of action and advocacy on behalf of 
these persons. 

In conclusion, the supportive community ser\ices needed 
by retarded persons are varied, and community agencies have 
often ignored or underserved this group. Changes will come 
arduously and slowly, but these situations are not impervious 
to appropriate influence carefully applied. Strategies for mobil- 
izing the needed services are based upon careful analysis of 
the social forces to which the agencies^respond and the skillful 
accumulation and application of such influences to appropriate 
points in the target agencies. Social and political resources 
can induce or constrain decision making groups to allocate the 
services needed by retarded persons. Such carefully planned 
and executed advocacy eff^orts can re**ult in marked changes in 
the availability, accessibility, and eff^ectiveness of human ser- 
vices. With such increased support>, more retarded [lersons 
will benefit from human services and be able to live normal 
lives in our communities. 

10 Gregory M. O'Brien, Injormntion I'lilizniton in HurrMn St>rtne Management- 
The Decision Support System 'ipproa< h National Conferrme on *^oria] Welfare 
Forum. 1973. New ^ork* ( oluinbia rniver'-it\ I'rrsv, forth<oming 
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SUMMARY 



by Ruth Freedman 



A mentally retarded citizen searching for a hqme must 
explore beyond a simple structure. A physical abode itself does 
not assure successful and fulfilling community living. As Lotte 
Moise has described, a house in the community must first of all 
be a home. But a mentally retarded citizen must search for a 
community as well as a home — a community which accepts him 
as a fellow human being and which offers him the same op- 
portunities, responsibilities, and risks offered to all citizens. 
This monograph has examined some of the essential characteris- 
tics in homes and communities which enable all pei'sons to live 
as human beings. This final chapter will summarize some of the 
principles and goals set forth in this monograph and will then 
look at the role of mentally retarded citizens in determining 
where and how they shall live. 

FUNDAMENTAL PRINCIPLES 
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Basic to all chapters certain fundamental principles evi- 
dence thi^ monograph's philosophy. 

• The menjlally retarded person can grow and change. 
The status of being retarded is open to change as is the 
level or degree of ment^^l r**tardation. All persons have 
potential for development; the label and effects of 
mental retardation are not irreversible. 

• A mentally retarded person's need^ change as he grows 
and develops. Transitions from childhood to adolescence, 
to adulthood, and to old age are natural for all persons; 
and needs change at each stage. 

• The need> of mentally retarded persons differ from 
individual to individual. Retarded persons, like all per- 
soriN, have unique abilities and disabilities, likes, and 
dislike^. Karh person grows, develop"^, and ages accord- 
ing to his own individual pattern; his needs reflect his 
uniquene<^s. 

• All per>ons share certain un'versal need*^. We all strive 
to meet our common need^ for shelter, health, physical 
development, and personal and ♦social growth. Di^ablerl 



persorih' needs differ only in their capabilities to meet 
these needs. 

• All persons are entitled to certain human and civil 
righth. The rights to due process, to education, and to a 
life in the community have recently been in the foiefront 
of the civil rights field. In additio'n, society takes for 
granted! human rights to which even the most profoundly 
disabled persons are entitled — the right to respect, to 
dignity, to responsibility, to risk taking, and to individ- 
ual life styles. These rights enable the mentally retarded 
individual to live as independent a life as is possible. 



GOALS FOR A SYSTEM OF SERVICES 

This monograph has attempted to translate the fundamental 
prmciples into goals for a system of services designed to meet 
the needs of mehtallyretarded persons. Some of the goals which 
have been emphasized include the following: 

• Mentally retarded persons should receive generic serv- 
ices wherever possible. A system need not isolate the 
human needs of mentally retarded persons from the 
uni\ersal needs of all other persons. ^. 

• The system .should provide a continuuw of services, 
ranging from prevention programs to services foi in- 
fants^ children, adolescents, aduhs, and aging adults. 
Services should conform to the changmg needs of men- 
tally retarded persons and their families at these dif- 
ferent .'tages of life. 

• Services should be geared toward [jerhons with varying 
Inch of capahiiity. No single service will meet the needs 
and abilities of all menially retarded |)ersons. In design- 
ing roriimunily residence?;, in particular, no one model 
will benefit everyone. TFfere should be specialized com- 
munity facilities for persons with severe disabilities, 
independent a|)artment units with little or no supervision 
tor persons with minor di'^abililies, and a variety of liv- 
ing arrangements fo persons between these two ex- 
tremes. Similarly, at work, sone individuals may requite 
shellere(i workshop settings,, ;^hile others may be able 
to work in rom})etitive em'!")yment settings. 

• Services sjiould be individualized Ahvy should meet the 
needs ()f inflividuals, not the needs of a class of persons 
or the needs of the service systj^m it^f. Ap|)ropriate 
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diagnosis and ongoing evalualion, individual Ireatment 
plans, and periodic review procedures can help lo assure 
individualization. - 

• Ser\ices should be provided in a manner consistent with 
the civil and human rights shared by all citizens — the 
rights to dignity, respect, fair procedures, and equal 
protection under the law. 

• Services should strive to integrate clierto * jto the main- 
stream of community life. Services should promote and 
ensure the participation of mentally retarded persons 
in normal community activities: educational, vocational, 
social, recreational, and religious. 

• Services should be dispersed geographically so that 
they are available to alL In urban areas, this requires 
placing services in areas convenient to the users, acces- 
sible by pu lie and private transportation. In rural areas, 
where distances between population centers are great, 
transportation is a crucial factor. Either the client must 
go to the service or the service must come to the client. 

• When necessary, the system should provide the trans- 
portation. Services must generate community awareness 
and support. Outreach models muM be deveioped which 
inform community menr*bers of available resources and 
program^. Public education and legislative campaigns 
must be mounted to generate support for community 
programs {ir mentally retarded citizens. 

• Services must be accountable to the clients. Providers 
of services rrust be continually monitored to ensure that 
they arf^ meeting the needs of their clients. Associations 
and volunteer and advocacy groups can monitor and 
evaluate thi* overall service network to determine gaps 
in services and to press (or the elimination of these 
inadequacies. 



NEW DIRECTIONS 

Ihi^ monograph has (li^cu'»sed th^ philo<-ophy, goafs, and 
cliara(2eml*<'^ of community services f ( r mentally retarded 
ciiizeiRrThe authors do not presume, however, that the jmfT 
ciples sH forth here are permanent. Rather, we anticipate that 
new principles, ^(uil/^nd method^ will emerge as the needs qi 
mentally retarded persons in the community evolve. Evidently, 
mentally retard^^d jy^r^ons will formulate* and promote some of 



/ 



these new feature"^. Too often we lend to \iew these citizens as 
the objects of services, rather than as primary actors in deter- 
mining the kind.> of ser\ices they need. 

In this community rno\ement retarded citizens must have 
a say about which services are developed and how they are 
deli\ered. Their \oue^ can clarify planning and aid service 
delivery, And even more importantly, to deny them meaningful 
participation is to de\alue them as human beings. As Ann 
Shearer has stated: 

If participation is to develop strongly it requires all 
of us to see 'mentally handicapped' people as equal human 
being< to the rest of society; with a positive contribution to 
make to that society; who need and are entitled to be lis- 
tened to; who receive service's as a right because of their 
citizenship in our society and not from a sense of charily 
for lesser being*^; who like everyone else respond to the 
way they are treated; and who have a right to respect. Only 
in these circumstances with these conditions accepted, does 
partici[>ation become an important, indeed an essential 
element of services, because it i^ only in these circum 
stances that recipients and providers of services can come 
together in a way that ensures [>artici[»ation,^ 

Participation of mentally retarded persons in decision 
making is not merely a forecast for the future, \lready, we are 
witnessing the beginning stages of this nyCemerl. Both in this 
country and in others, mentally retar(Ied pe^(-ns hav* come 
logetjier to voice their concerns and to (organize support. Since 
]%8, the Swedish Association for Retai^ded ('hihhen has spon- 
sored a series o/ (K»nference^ for young mentally retarded adults. 
At on^ of tjie*^ meetings in 1^70* the participants themseUes 
drew tfp a position paper which expressed their concerns about 
leisure-time activities, vacation, living, condititms, education, 
t^mployment, and wages. Although the d(»cument is too lengthy 
to present in its entirety here, the following excerpt on "living 
conditions" <h(»ws the types of conclusions which were reached. 

lAving Conditions: 

We tviFh to haw an apartment of our own and not^he^ 
coddled />> personnel; therefore we whnt courses in * 
cooling, budgeting, etc. K 

We want to have a right to our own apartment hut without 
priority on the waiting list (In Sweff^n, one may have 
to sign up for an apartmf^t welt injidvance ) . 

'Ann Sh« r»T, I.i^tm il.nwUm ( anjpai^'n for thr Mrntally Handw appr<L J973K 
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JT € want the right to move together with the other sex 
when we feel ready for it, and wc also want the right to 
marry when we ourselves find the time is right. 

We who live in institutions and boarding homes have 
found that: 

The homes should be small. 

We want to choose our own furniture, and have our 
own furniture in the room. 

We will absolutely not have specific hours to follow 
in terms of going out, returning, etc. 

W e want to have more personal freedom, and not as it 
is now in certain institutions and boarding homes where 
0^'ou have to ask permission to shop for fruit, newspapers, 
tobacco, etc. 

We want the right to invite other youngsters to our hostels. 

One should not have food coupons in institutions and 
hostels even if it has practical advantages; we want to 
pay with our own money. 

When we are living in institutions, we want social train- 
ing to be able to move out into society and manage on 
. our owQ. Even in institutions, we want to be able to go 
steady and live together with the other sex without hav- 
ing the personnel interfering with our private lives. 

We who live at home have found that: 

It is largely good, but one ought to move out when 
the time is right to a service sheltered apartment or 
hostel; one cannot for his whole life be dependent 
on his parents. W e want, however, to have our own 
key wn^n we live at home} 

Similarty, in Britain, two major conferences have been held 
for and with mrntally retarded persons, sponsored by the Cam« 
paign for the Mentally Handicapped. In. 1973, providers of 
services as well as consumers attended /LISTEN, the second 
conference. The purpose of LISTEN was to give the mentajly 
retarded consumers an opportunity to present their views on 
needed services, fn the discussions held on living, working, and 
leisure — the neei! for choke, independence, and participation 
emerged as the major themes. Conference participants hoped 
that such meetings would pave the way for more direc^ involve- 
ment of consumers in the planning. and development of services. 

*Bcngt Nirjp. *'Hef}ort on n Conferenre of Retarded Vof/n^ 1duh% in Malmo'* 
1968. (Mimrograplirf) ) 



In the United States, mentally retarded citizen^ have -also 
organized on their own behalf. Several state conventions for 
mentally retarded adults have met, for example in Massachu- 
setts and Rhode Island, in which delegates have discussed such 
issues as dehumanization and restriction of civil rights. Mentally 
retarded persons have also formed advocacy groups to provide 
public education to community groups and consultation to 
agencies planning and providing community services. 

The formation of these self-advocacy groups suggests that 
consumer particif^tion may soon be strengthened. Without 
meaningful opportunities for this participation, mentally re- 
tarded persons lack full citizenship. After spending 25 years 
in the institution and now pushing for community placement, 
one resident pf a Massachusetts state school said: 

/ want toJ)€ a citizen. I want to do what every citizen 
can do. .Citizenship means voting. Citizenship means 
working, it means helping others. It also means that we 
are able to make important decisions for ourselves. Our 
families and the people who work with us can help us, 
hut if citizenship is to mean anything we must make the 
final decision. 
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